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ABSTRACT

Self-tests that involve taking a biological sample to diagnose or screen for conditions
without a health professional are available to the public, but they could potentially
cause harm, such as false reassurance. This study aimed to describe the prevalence
of their use and factors associated with using them. A systematic internet search
established the availability of self-tests and informed the design of an initial
questionnaire about whether people registered with general practices had used them.
Interviews with respondents and a systematic literature review informed the design of
an in-depth questionnaire to confirm use and investigate associated factors. It was
estimated that 55 (95% confidence interval 41-68) per 1000 men and 95 (81-110) per
1000 women have self-tested excluding for pregnancy. Use was predicted (p<0.1)
by: knowing about a range of tests, seeking health information, exercising less
frequently, reporting not good health, having worked as a health professional, and
believing health was controlled by chance and not powerful others. Being less
satisfied with GP consultations and strongly agreeing that you should only see the
doctor if you have serious symptoms also predicted use, implying that some use may

be motivated by needs that have not been met by conventional services.
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1 INTRODUCTION

1.1 Introduction to this chapter

This chapter summarises the rationale for this thesis, and the initial definition of a
self-test used during the thesis is introduced. The aims of the thesis are then set out

before being broken down into objectives.

1.2 Summary of rationale for this study

As technologies to design and manufacture diagnostic tests have developed, a range
of self-tests to diagnose or screen for conditions have become available to buy over-
the-counter and via the internet, for example tests for bowel cancer (blood in faeces),
prostate cancer (prostate specific antigen in blood) or diabetes (glucose in urine or

blood) [1]. These self-tests do not require the user to talk to a doctor before obtaining
the test or when receiving the results: the results are available at home in minutes or

a sample is sent to a laboratory and the results are returned directly to the user.

Self-testing has potential benefits, for example privacy and convenience [2], but also
potential harms, such as false reassurance from false negative results or distress
caused by false positive results [3]. Self-testing also has the potential to reduce or
reinforce inequity: the use of self-tests by people who can afford and/or easily access
them and who simply wish to routinely check on their health could free conventional
services for others, but people who are unable to adequately communicate their

needs to a health professional may instead end up buying expensive and perhaps



undesirable self-tests. The use of self-tests could also result in demands on health

services to investigate false positive or clinically insignificant true positive results.

Despite the potential impact of self-tests, there had only been one survey in the
United Kingdom (UK) at the start of this study that asked people about whether they
had used self-tests, and this was part of a study on attitudes to genetic testing [4].
Nearly a third (32%) of respondents in 2003 had ever bought a health testing kit to
use at home, although this was not broken down further and the examples given in
the question included the commonly used pregnancy test. A 1993 Omnibus survey
asked about preferences for self-testing, and 18% of respondents said that they
would prefer buying a self-test to going to the doctor to have the test, suggesting that
there was considerable interest in the concept [5]. In line with this, commercial
reports suggest that the UK market for self-diagnostics (any product, device or test
used by a consumer without medical or professional help to identify or monitor a

specific condition) grew to £99 million by 2007, a 29% increase from 2002 [6].

Nevertheless, the self-tests that were available, the types of tests used, how they
were accessed, the level of use, who used them, and their reasons for using them
were all largely unknown. The potential uses of such information include targeted
education about the appropriate and safe use of self-tests, recommendations about
changes to conventional services that may be needed to enable particular groups of
people to use them rather than feeling that they must use private resources, and

information to prepare health professionals for patients who are using self-tests.



1.3 Definition of a self-test

For the purposes of this thesis, a self-test was initially defined as follows:

= Used by members of the public to diagnose or screen for a medical condition.
= Bought without a referral from a doctor or nurse.

= Person takes their own biological sample.

= Sample processed at home or sent to a laboratory.

= Results available immediately or after sending the sample to a laboratory, but no

contact with a doctor or nurse.

The rationale for this definition is described in section 2.8.

14 Aims

The aims of this study were:

= To describe the prevalence of the use of self-tests by members of the public to
diagnose or screen for medical conditions without the involvement of a health

professional.

= To determine factors that are associated with the use of self-tests by members of
the public to diagnose or screen for conditions without the involvement of a health

professional.



1.5 Objectives

To meet these aims, they were broken down into objectives:
= To identify the range of self-tests that were available to buy by adults in the UK.

= To use this information to design a short questionnaire to initially assess whether

people had used self-tests.
= To conduct a population-based survey using this questionnaire.

= To explore experiences of self-testing by interviewing respondents to the initial

questionnaire who reported self-test use.

= To generate a list of factors potentially associated with self-test use by
interviewing respondents to the initial questionnaire who reported use, and by
systematically reviewing evidence for factors that may be associated with using

self-tests and, because of the lack of evidence in this area, similar activities.

= To use this information to design an in-depth questionnaire to describe and,
therefore, confirm self-test use reported on the initial questionnaire and describe

factors that may be associated with confirmed self-test use.

= To conduct a survey of people who responded to the initial questionnaire and who

had and had not reported self-test use using this in-depth questionnaire.

= To use this information to estimate the prevalence of the use of self-tests by

adults in the UK and determine factors associated with confirmed self-test use.



1.6 Summary of this chapter

This chapter introduced the rationale for this thesis. Self-tests to diagnose or screen
for medical conditions without involving a doctor or nurse are available to the public.
These tests have possible benefits, for example convenience, but they also have
possible harms, for example false reassurance. Despite this and commercial reports
that suggested that the level of self-testing had been increasing, there was a lack of
research in this area. The self-tests that were available, the types of tests used, how
they were accessed, the level of use, who used them, and their reasons for using
them were all largely unknown. The aims of the project were then described — to fill
some of the research gaps by describing the prevalence of the use of self-tests by
members of the public and determining factors that are associated with using them —

before being broken down into objectives.

The next chapter describes the background to the emergence of self-tests, and the
rationale for the initial definition of a self-test. The reasons why it was felt that this

project was important are then described in more depth.



2 BACKGROUND

2.1 Introduction to this chapter

In this chapter, self-testing will be considered in the context of the renewed emphasis
on self-care and the general move towards increased patient involvement in
healthcare. First, self-care will be defined. The history and current evidence about the
extent of self-care activities by the public will then be described. The importance of
self-care to individuals and a state-run health service will be considered, and the
reasons for the Government’s recently renewed and increased emphasis on self-care
will be explored. The wider context of this move to encourage self-care will then be
addressed, that is the move over the last thirty years from a purely medical model of
disease where doctors treat patients without question to a partnership where patients
are involved in decision-making and have some responsibility for their own
healthcare. The emergence of self-tests will then be described. The Medicines and
Healthcare products Regulatory Agency’s (MHRA) definition of a self-test will be
presented with the rationale for the initial definition of a self-test used during this
study. Finally, the reasons why it was felt that this project was important are

described in more depth, before the rationale for focusing on the UK is addressed.

2.2 Definition of self-care

Self-care is the care taken by individuals towards their own health and wellbeing [7].
Activities range from things that people do to stay healthy (such as increasing their
fruit and vegetable intake) through to things that they do when they have symptoms

(assessing their own condition, for example by taking their temperature, and then



taking action, for example by taking over-the-counter (OTC) medicine) and things

that they do when they have long-term conditions (such as taking medicine) [8].

2.3 History of self-care

Self-care has always been common. The monopoly of the medical profession only
emerged during the early twentieth century as doctors joined state-administered
schemes [9]. Much healing before then had been due to self-care or lay-care rather
than because of the intervention of formal medical practitioners, at least partly
because of their cost and shortage [10]. In the eighteenth century, for example, there
is evidence for a wide knowledge of self-help remedies, including for serious
illnesses such as persistent fever [11]. Even though the public had free access to
doctors by the second half of the twentieth century, studies showed that symptoms
presented to doctors were still only the tip of an iceberg [12]. Nearly one quarter of a
population-based sample in 1972, for example, had a serious or severe symptom but
did not seek medical assistance [13, 14]. Among two groups of women in the UK
aged 20-44 and 16-44 years who kept health diaries in the 1970s and early 1980s,
there was only one medical consultation for every 37 and 18 symptom episodes
respectively [15, 16]. Mothers have also continued to manage children’s symptoms
themselves, only contacting their general practitioner (GP) if symptoms do not clear

up or become more serious [17].



24 Importance of self-care

The existence of a clinical iceberg highlights the continuing importance of self-care in
people’s lives. People treat minor illnesses themselves, for example about 40% of
people reported buying an OTC medicine from a pharmacy in the previous month
[18], allowing them to cope with episodes of illness as they go about their daily lives.
Self-care is also important, however, to a state-provided health service. It has been
suggested that a decrease in self-care behaviours could have a large impact on the
demand for formal care [19]. The cost to the National Health Service (NHS) of
patients seeing their GP for ailments that could be self-treated is estimated to be £2

billion each year [20].

2.5 Renewed emphasis on self-care

Recently, there has been a renewed and increased emphasis on self-care by the
Government. Recent initiatives to support self-care include the Expert Patients
Programme [21, 22] and NHS Direct [21, 23]. Several drivers have made self-care an
attractive policy. Many people want to participate in decision-making and be helped
to help themselves [24], and the Government has promoted self-care on the basis
that the public favour more control over their health [7]. Using research evidence to
formulate policy is now seen as essential [25], and the Government has also
promoted self-care on the basis that self-care has been shown to improve health
outcomes and the appropriate use of health and social services [26]. For example, a
“credit card” with personalised guidelines given to people with asthma led to an

increase in their mean peak flow rate and a reduction in emergency care [27].



Changing patient expectations, advances in medical technologies, changing health
needs of the population, and increases in prices for health service resources have all
also increased the costs of providing a comprehensive health service [28]. The report
by Derek Wanless estimated that NHS spending would rise from £68 billion in 2002/3
to £154-184 billion in 2022/3 [28]. This led to the need to explore innovative methods
of care that could lead to cost savings, and it is anticipated that increased use of self-
care activities has the potential to reduce the use of conventional services and,
therefore, save costs [7]. The Department of Health estimated that GP visits could fall
by 40%, outpatient visits could reduce by 17%, and accident and emergency visits,

hospital admissions, hospital length of stay and days off work could all be halved [7].

2.6 Increased patient involvement in healthcare

This renewed emphasis on self-care has taken place within the context of a wider
move away from a purely medical model of disease where doctors diagnose illnesses
and patients take prescribed medicines without question. In the 1980s, the concept of
the patient as a consumer was introduced to the NHS, although patients had little
direct power with managers acting as proxy-consumers [29]. During the 1990s, new
models of health emphasised the role of prevention and social factors, such as
education [30]. Towards the end of the decade, the emphasis shifted to the patient as
a partner [31] with individual responsibility and empowerment emphasised [21, 32].
Patients were generally reported as wanting a more patient-centred approach [33],
focusing on communication, partnership, and health promotion [34]. They were seen
as being more questioning, fuelled by cases of medical negligence exposed by the

media, for example Rodney Ledward [35] and paediatric cardiac surgery at the



Bristol Royal Infirmary [36]. Such cases also contributed to the call to make medical
professionals more accountable [37]. As well as being more involved in decisions
about conventional care, patients have extended their involvement in healthcare by
accessing and using non-conventional treatments, highlighted by the increasing

popularity of complementary and alternative therapies (CAM) [38].

2.7 Emergence of self-tests

As self-care has been emphasised and patient partnership has developed, members
of the public have become increasingly comfortable using monitors or tests
recommended by their doctors. They test urine samples to diagnose pregnancy [39],
use home blood pressure (BP) monitors [40, 41], and test their own blood to assist in
the control of long-term conditions, such as diabetes [42]. Alongside this increasing
confidence in the use of tests that were previously only used by professionals,
technologies have advanced to enable the manufacture of a range of tests that allow
the user to process a biological sample at home to diagnose or screen for conditions
[43], for example sperm tests to assess fertility potential [44]. In turn, this has led to
commercial opportunities: the market for self-diagnostics (products, devices or tests
used without professional help to identify or monitor a specific condition) grew to £99

million by 2007, a 29% increase from 2002 [6].

Many self-tests provide almost immediate results, for example cholesterol tests that
involve taking and processing a pinprick sample of blood [45], but some require that

a sample is sent to a laboratory with results returned to the user usually within days,
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for example tests for chlamydia using a urine sample [46]. Either way, people who
buy self-tests do not need to discuss when or why to have the test or the results with
anyone. Self-tests are being marketed directly to members of the public [1], and they
can be bought at pharmacies [47]. The direct marketing of self-tests is also facilitated
by access to consumers provided by the internet [48], and 70% of households had
internet access by 2009 [49]. This widespread presence and direct marketing of self-
tests might mean that members of the public assume that self-tests are part of the

spectrum of desirable self-care activities promoted by the Government.

2.8 Definition of a self-test

The MHRA defines an in vitro diagnostic medical device (IVD) for self-testing as “a
device intended by the manufacturer to be able to be used by lay persons in a home
environment” [50]. The MHRA says an “IVD” is “Any medical device...intended by the
manufacturer to be used in vitro for the examination of specimens...derived from the
human body” and “Medical device’ means any instrument, apparatus, appliance,

material or other article...intended by the manufacturer to be used for human

beings”, including “for the purpose of diagnosis” [50].

The intention at the outset of this project was to study the use of tests that are used
by lay people but, until recently, have only been performed by clinicians in a
healthcare setting. The important aspects were, therefore, considered to be that the

test involved taking a biological sample and that it was used to diagnose or screen
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for medical conditions. Based on this intention and the MHRA's definitions, a self-test

was initially defined as follows:

= Used by members of the public to diagnose or screen for a medical condition.
= Bought without a referral from a doctor or nurse.

= Person takes their own biological sample.

=  Sample processed at home or sent to a laboratory.

= Results available immediately or after sending the sample to a laboratory, but no

contact with a doctor or nurse.

Depending on whether pregnancy is defined as a medical condition, pregnancy tests
might be covered by this definition. Nevertheless, other than for validation purposes,
they were excluded from this study because they have been used by women for
some time and their results are relied upon by doctors [51]. This decision to exclude
pregnancy tests was in line with the desire to study new patterns of behaviour by

members of the public.

The universal features of activities described as screening have been stated as
“People being screening either do not have or have not recognised the signs and
symptoms of the condition being tested for” and “The purpose...is either to reduce
the risk of future ill health...or to give information, even though risk cannot be

changed” [a]. There is, however, acknowledged to be some confusion around the use

[a] Raffle A, Gray M. What screening is, and is not. In: Raffle A, Gray M. Screening: Evidence and
Practice. 1st edition. Oxford: Oxford University Press; 2007. p. 34.

12



of the term “screening” as it can be used to mean “A screening test offered
opportunistically to one person” or “A screening test offered systematically to a group
of people or a whole population” [a]. In this thesis, self-testing is referred to as a
screening test as it can be used opportunistically by a member of the public when
they have no symptoms of a condition, for example use of a faecal occult blood test.
In contrast, a diagnostic test is “designed for an individual with symptoms of a
disease to confirm they have it” [b] and self-tests can also be used by members of

the public in this way, for example the use of tests for urinary infections.

2.9 Relevance of this project

Members of the public may choose to self-test because of perceived benefits of
being tested outside a conventional medical setting. It has been suggested in an
editorial from the USA about home access testing for HIV-infection that people who
would not visit a health professional may test themselves because it is more
convenient and private [2]. One hundred and twenty seven (76% of 176 eligible)
young adults aged 18-25 in the United States of America (USA) were asked about
their attitudes, beliefs and feelings about testing for curable sexually transmitted
infections outside of clinic setting during a telephone interview. They were
purposefully selected to provide a diverse sample based on sex (55% or 70/127 were

female), age (61% or 78/127 were 18-21) and race or ethnicity (41% or 52/127 were

[a] Raffle A, Gray M. What screening is, and is not. In: Raffle A, Gray M. Screening: Evidence and
Practice. 1st edition. Oxford: Oxford University Press; 2007. p. 35.

[b]Sense about Science. Making Sense of Screening. Available at
http://www.senseaboutscience.org.uk/index.php/site/project/415/. Accessed 13 January 2011.
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white, 22% or 28/127 were black, and 33% or 42/127 were Latino). Seven refused to
complete the part of the interview about sexually transmitted infections, but the
remaining 120 young adults felt that there were advantages, including privacy,
increased testing, convenience and avoiding the cost of going to the doctor [52].
There are also potential population benefits. Self-tests could increase the coverage
of testing for diseases where it is important to get an early diagnosis, for example
diabetes or HIV-infection [2], and increase coverage among people who find it
difficult to take time off work to visit the doctor or who are embarrassed or worried

about confidentiality, particularly for HIV-infection.

There are also, however, theoretical harms that could arise from being tested outside
a conventional medical setting even when results are accurate. People who receive a
true positive result without an interpretation of the whole picture, including signs and
symptoms, could label themselves as having a disease inappropriately. Someone
with a positive faecal occult blood test might, for example, assume that he/she has
bowel cancer when the blood could be from haemorrhoids, a stomach ulcer or an
adenoma [53]. Alternatively, a person may delay seeking treatment after a true
negative result when their symptoms are actually due to something else. Non-specific
symptoms of weight loss and tiredness, for example, might be discounted after a
negative blood glucose test when they are actually due to hyperthyroidism [54].

Furthermore, people with positive results may not actually go on to get treated [52].
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Members of the public in the USA expressed doubts about the accuracy of self-tests
[52]. This scepticism is not unwarranted: there is a lack of research into the
performance of diagnostic and screening tests in a lay setting even though there are
several reasons why such tests may be less accurate than when done in a
healthcare setting. Most screening tests are expected to have some false positive
and negative results, but the performance of the test depends, at least to some
extent, on the ability of the person doing the test to accurately follow the instructions
[55]. Performance of diagnostic and screening can also vary according to the
severity, clinical presentation and prevalence of a disease [56, 57, 58]. The positive
predictive value of a screening test, for example, which is the proportion of people
with a positive test who actually have the disease, will be lower among people at low
risk of the condition [58]. People with the greatest healthcare needs, most obviously
the elderly or deprived, are less likely to have access to the internet [59]. The
widespread internet advertising of self-tests may mean, therefore, that people who
are at lowest risk of many conditions may be most likely to purchase self-tests, such
as young men purchasing prostate specific antigen tests. These people would be
less likely to actually have the condition if they got a positive result, and there have
been reports of false positive results arising from the use of self-tests leading to

unnecessary anxiety [3].

When testing is done in a conventional medical setting, health professionals use their
knowledge of the test’s sensitivity and specificity, the prevalence of the condition in
the population, and each person’s symptoms and risk of the condition to assist the

person in considering whether a test is relevant and appropriate, and then to interpret
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the significance of the result. Self-tests, however, are likely to be used without an
independent or educated assessment of the harms and benefits. For a screening
programme to be introduced, several criteria have to be met to ensure that benefits
outweigh harms, including that the information provided about the test and its
outcome must be of value and readily understood by the individual being screened
[60]. People who perform diagnostic or screening tests at home have, at best, a
telephone hotline to assist them and usually only the written information supplied with
the test. A British Medical Association report highlighted that ad hoc screening can
put people at risk because of a lack of accompanying information: “people are also
unlikely to receive sufficient information to enable them to make an informed decision
as to whether or not to undertake the screen” [61]. Even if the information is sufficient
and people take time to read it, they may not fully understand it and be able to

adequately consider whether the harms outweigh the benefits for them.

The British Medical Association report also highlighted that ad hoc screening can put
people at risk because of a lack of evidence underpinning tests and insufficient
quality assurance [61]. The criteria for the introduction of a screening programme
include that there is a simple, safe, precise and validated test, and that there is high
quality evidence that the screening programme is effective in reducing mortality or
morbidity or, where screening is aimed solely at providing information to make an
“informed choice”, for example antenatal screening for Down’s syndrome, that the
test accurately measures risk [60]. Even if members of the public only used tests that
were assessed as being beneficial when used during conventional screening

programmes, for example the faecal occult blood test offered to men and women
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aged 60 to 74 years in England [53], their use would be outside the managed and
quality assured screening programme. Quality assurance procedures exist to ensure
that screening programmes are delivered to pre-set standards, for example that
particular tests are used and that those tests perform as consistently and reliably as
expected: a screening programme based on good evidence may do harm and little

good if it is not quality assured [62].

Self-tests may also impact upon healthcare provision. The move towards a primary-
care-led NHS resulted in many GPs reporting that their workload had increased, that
their prescribing behaviour had been affected by patient demand, and that the
number of demanding patients had increased [63, 64, 65]. These trends may be
exacerbated by self-test use as people seek an explanation of results or further
investigation. Direct access to self-tests also has the potential to either reduce or
reinforce inequity of healthcare provision. People who can afford a test may simply
wish to check on their health, for example with a home cholesterol test, which could
free conventional services for other people. Alternatively, people who feel unable to
communicate their needs to a health professional could turn to expensive and

perhaps undesirable self-tests.

It was, therefore, felt to be important to understand who uses self-tests to enable
policymakers to ensure that targeted education about appropriate and inappropriate
tests and testing could be provided to the public and equitable access to

corresponding conventional services could be assured. There had been very few
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studies looking at self-tests. A comprehensive search of the literature at the start of
this study identified only one UK survey that had asked about the use of self-tests,
and this was part of a study on attitudes to genetic testing [4]. This survey found that
nearly a third (32%) of 2510 respondents in 2003 had ever bought a health testing kit
to carry out at home, but this was not broken down further and examples given in the
question included the commonly used pregnancy test. The sample of 5738 people for
this survey was selected from a panel of 100,000 to be representative of the UK
population. The response rate was only 44% (2510/5738) though and respondents
were more likely to be middle-aged (44% of 2508 who gave their age were 30-50
compared with 38% aged 30-49 for the UK population[a]) and male than the UK
population (54% of 2508 respondents who gave their sex were male compared with

48% of the UK population [a]).

Self-tests that were available, the types of tests used, how they were accessed, the
level of use among the general public, who used the tests, and their reasons for
using them all remained unknown at the start of this study. This study is the first to
address these issues: to systematically determine the range of self-tests that were
available to buy by the UK public, to describe the views and experiences of a sample
of users, to describe the prevalence of having used a self-test in the UK, to describe
the tests that were used and how they were accessed, and to describe factors that

were associated with self-test use. The potential uses of such information include

[a] Office for National Statistics. Mid-2003 Population Estimates: United Kingdom; estimated resident
population by single year of age and sex. Available at:
http://www.statistics.gov.uk/statbase/Product.asp?vink=15106. Accessed 13 January 2011.
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targeted education about the appropriate and safe use of self-tests,
recommendations about changes to conventional services that may be needed to
ensure that particular groups of people can use NHS services rather than having to
rely on their private resources, and information to prepare health professionals for

patients who are using self-tests.

210 Focus on the United Kingdom

This project focused on the UK because it was felt that the context of the availability

of a national health service with specific policies would be important in influencing the
use of self-tests. People who are resident in countries without a health service that is
free at the point of delivery, for example, may be more likely to self-test in the hope of

avoiding the costs of going to the doctor [52].

211 Summary of this chapter

In this chapter, self-testing was considered in the context of the renewed emphasis
on self-care and the general move towards increased patient involvement in
healthcare. Self-care was defined as the care taken by individuals towards their own
health and wellbeing. The history and extent of self-care activities were then
described: self-care has always been common and activities range from healthy
behaviours, such as exercise, to managing chronic conditions, for example injecting
medication. The importance of self-care to individuals, to enable them to continue
with their daily lives, and the state, to manage health service costs, were considered.

The reasons for the Government’s recently increased emphasis on self-care were

19



described: the public favour more control over their health, self-care improves

outcomes, and self-care could reduce costs.

The wider context of this renewed emphasis on self-care was then explored. Over
the last thirty years, there has been a shift in how doctors and patients view their
relationship. Patients are reported as wanting a more patient-centred approach. As
well as being more involved in decisions about conventional healthcare, patients

have also taken the initiative by using non-standard treatments, such as CAM.

The emergence of self-tests that are available to buy by members of the public was
then described, which has been driven by advances in technology and resulting
commercial opportunities. Based on the MHRA'’s definitions and the intention to study
the tests that are used by lay people but that, until recently, have only been
performed by clinicians, a self-test was initially defined for this study as: used to
diagnose or screen for a medical condition; bought without a referral from a doctor or
nurse; involves taking a biological sample, which is processed at home or sent to a
laboratory; and provides immediate results or results are provided after the sample is

sent to a laboratory, but there is no contact with a doctor or nurse.

The reasons why this project was considered to be important were outlined. There
are potential benefits from using self-tests: members of the public perceive
advantages such as privacy, and there are also potential population benefits, for

example increased coverage of testing. There are also, however, theoretical harms.
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These could be associated with false results, for example false reassurance, or true
results, for example delays seeking treatment after true negative results among
people with symptoms due to other conditions. Other problems associated with using
tests outside managed screening programmes are a lack of sufficient information or
an independent person to enable the user to adequately weigh up harms and

benefits, the lack of a firm evidence base for tests, and insufficient quality assurance.

The potential for self-tests to impact upon healthcare provision was discussed. Most
directly, self-tests may impact on primary care as people seek an explanation of
results or further investigation, but self-tests could also reduce or reinforce inequity of
healthcare provision. People who can afford a test may simply wish to check on their
health, freeing conventional services for other people, whereas people who are
unable to communicate their needs to a health professional could instead buy

undesirable and expensive self-tests.

Despite this, there had been very few studies looking at self-tests. This project is the
first to address a number of issues: to systematically determine the range of self-tests
that are available to buy by members of the UK public, to describe the views and
experiences of users, to describe the prevalence of having used a self-test in the UK,
to describe tests that are used and how they are accessed, and to describe factors
associated with self-test use. Potential uses of such information include targeted
education about self-tests, recommendations about changes to conventional services

to ensure that particular groups of people feel able to use them rather than relying on
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private resources, and information to prepare health professionals for patients using

self-tests.

Finally, the rationale for focusing on the UK was described, that the context of a
national health service with specific policies might be important in influencing self-test

use. The next chapter outlines the methods used to meet the aims of this study.
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3 METHODS

3.1 Overview of methods

In this chapter, the methods used to meet the aims of the study (to describe the
prevalence of the use of self-tests by members of the public and determine factors
associated with their use) are fully described. The methods are summarised below
and in figure 1. The published protocol is included in appendix 1 [66], and flowcharts

for each component of the study are also included in appendices 2 to 8.

A systematic search of self-tests available to buy via the internet informed the design
of an initial questionnaire about whether people had used them. A population-based
survey of adults was then conducted using this questionnaire, which lead to an initial
assessment of the prevalence of self-test use. A sample of respondents who
reported use were interviewed about their views and experiences, and evidence for
factors that may be associated with using self-tests and similar activities was
systematically reviewed. This generated a list of candidate factors that may be
associated with self-test use, which informed the design of an in-depth questionnaire.
This was sent to willing respondents to the initial questionnaire who had and had not
reported self-test use. Questionnaires sent to people who had used self-tests also
included a section asking for more details of use so that this could be confirmed,
leading to a more accurate estimation of the prevalence of self-test use and enabling

determination of factors that are associated with confirmed self-test use.
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Figure 1: Overview of methods used to describe the prevalence of self-test use and

determine factors associated with their use.

Task:

Systematic search for
self-tests available to
buy via the internet

Task:

Population-based survey
of people registered with
general practices

\ 4

Outcome:
List of self-tests
available to buy in
the United Kingdom

A

Initial questionnaire:

To assess whether respondents
had used self-tests and obtain
consent for recontacting them

A 4

Task:

Interviews with respondents
who reported self-test use
about their experiences

\ 4

Task:

Systematic review
of evidence for factors
associated with using self-
tests and similar activities

\ 4

\ 4

A 4

Task:

In-depth survey of
respondents to the initial
questionnaire who did and
did not report self-test use

A

Outcome:

List of factors that
may be associated
with using self-tests

Outcome:
Better understanding
of the experience
of self-testing

A 4 \ 4

A 4

In-depth questionnaire:

To confirm self-test use
and investigate factors
associated with using them

Outcome:
Initial estimate
of the prevalence
of self-test use

\ 4

Outcome:

Factors that are
associated with
self-test use

24

\ 4

Outcome:

Refined estimate
of the prevalence
of confirmed
self-test use




3.2 Systematic internet search

3.21 Overview of this section

This section describes the methods used for the systematic search of the internet for
self-tests available to buy by UK adults. The objective of this part of the study was to
identify a list of these self-tests, which would then be used to assist in the design of a
short questionnaire to initially assess whether people had used self-tests. The

published paper for this part of the thesis is included in appendix 9 [48].

3.2.2 Search strategy

The search was done in two stages: the internet was searched to identify relevant
websites, and then relevant websites were searched to identify relevant tests.
Searches for relevant websites were conducted in April 2006 using

search.msn.co.uk, www.google.co.uk, uk.ask.com, uk.search.yahoo.com and

search.yahoo.com. These search engines were chosen because, at that time, about

95% of searches in the UK were powered by Google, Yahoo, MSN, and Ask [67].

The www.google.com, www.ask.com and www.msn.com engines were not searched

separately as they simply redirect to the UK sites. Searches were not restricted to the
UK, when that option was given, to ensure that tests being sold from other countries
to UK customers were also identified. The search term used initially was (“self test”
OR “self diagnosis” OR “home test” OR “home diagnosis”), but searches were
subsequently done using each term on its own to ensure that all relevant websites

were identified.
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As nearly 70% of users move on if they have not found what they are looking for on
the first two pages [68], only descriptions of the first 20 websites returned from each
search and any sponsored links on those pages were read. Directories of websites,
websites that were obviously not relevant, for example because they did not relate to
healthcare, and websites that obviously met the exclusion criteria were immediately
rejected. The remaining websites were visited to assess if they should be included.

Inclusion and exclusion criteria for websites are set out in box 1 in section 3.2.3.

Included websites were explored in April and May 2006, and details of tests that,
based on the description given, met the inclusion criteria and did not meet the
exclusion criteria were collected. The inclusion and exclusion criteria for self-tests are
set out in box 2 in section 3.2.3. The condition described as being related to the test,
what the test was described as detecting, the sample required, and whether the test
was processed at home or sent to a laboratory were collected. The cost of each self-
test was also collected, including shipping and tax where this information was given.
Some self-tests were sold in packs or were for more than one condition, and the cost
per test and condition was calculated. Where prices were only given in dollars, they
were converted to pounds using the exchange rate in May 2006 (£1=$1.82) [69]. The
test name and manufacturer were also retrieved so that duplicate tests sold by

different retailers could be identified and the number of unique tests counted.
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3.2.3 Inclusion and exclusion criteria

The inclusion and exclusion criteria for websites and tests are described,
respectively, in boxes 1 and 2. The criteria specified that use was without involving “a
doctor, nurse or other health professional” rather than just “a doctor or nurse”
because websites usually stated that a health professional was involved without
further clarification [70, 71]. This also agreed with the definition of a self-test that
would be used on the initial questionnaire - “Self-tests are bought from shops or over
the Internet. They are used to test for conditions or diseases without involving a
doctor, nurse or other health professional”. The ethics application for this study had
originally stated that self-tests were used without involving a doctor. The ethics
committee, however, had asked for the expanded definition to be used as they felt

that it was more appropriate to refer to a health professional rather than just a doctor.

3.24 Summary of this section

This section has described the methods used for the systematic search of the
internet for self-tests available to buy by UK adults. The search was done in two
stages — the internet was searched to identify relevant websites and these websites
were then searched to identify relevant self-tests — and the inclusion and exclusion
criteria for websites and self-tests were defined. The objective of this part of the study
was to identify a list of self-tests that would then be used in a short questionnaire to
initially assess whether people had used self-tests, and the next section describes

the methods for the population-based survey that used this questionnaire.
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Box 1: Inclusion and exclusion criteria for websites identified during the systematic

internet search.

A website was included if it met all of the following criteria:

Sold test(s) to members of the UK public.

= Sold test(s) that could be used without involving a doctor, nurse or other health

professional.

= Sold test(s) that detected a disease or condition that may need treatment, or a risk

factor or marker for such diseases or conditions.

= Sold test(s) that required the user to take a sample, and process it at home or send it

to a laboratory with results returned directly to the user.

A website was excluded if it met any of the following criteria:

Did not sell test(s) to members of the UK pubilic.

= Only sold test(s) for pregnancy or other normal states [a] or for monitoring existing

conditions.

= Only sold test(s) in large batches unless it specifically stated that the tests were for

home use.

= Only sold test(s) with approval from a health professional, a prescription, or correctly

answered screening questions.

= Only sold test(s) that required a separate meter or testing device.

[a] An example of a test for a normal state, as described in the exclusion criteria, is a test for
measuring hormone levels, such as testosterone and cortisol, with the aim of optimising athletic
performance [72].
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Box 2: Inclusion and exclusion criteria for self-tests identified during the systematic

internet search.

A test was included if it met all of the following criteria:

*= Could be purchased and used by a member of the UK public without involving a

doctor, nurse or other health professional.

» Detected a disease or condition that may need treatment, or a risk factor or marker

for such diseases or conditions.

* Required the user to take a sample and process it at home or send it to a laboratory

with results returned directly to the user.

A test was excluded if it met any of the following criteria:

Could not be purchased by a member of the UK public, including if it was reported as

being out of stock.
= Was for pregnancy or other normal states [a] or for monitoring existing conditions.

= Was only sold in large batches, unless it was specifically stated that the test was for

home use.

» Purchase required approval from a health professional, a prescription, or correctly

answered screening questions.

Required a separate meter or testing device.

[a] An example of a test for a normal state, as described in the exclusion criteria, is a test for
measuring hormone levels, such as testosterone and cortisol, with the aim of optimising athletic
performance [72].
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3.3 Population-based questionnaire survey

3.31 Overview of this section

This section describes the methods used for the population-based questionnaire
survey. This part of the study is described in the published paper included in
appendix 10 [73]. The questionnaire asked whether respondents had used any of a
list of self-tests generated from the systematic search of the internet for self-tests
available to buy by members of the UK public or pregnancy tests or tests for high BP.
The questionnaire also sought consent for recontacting them. This survey facilitated
the initial estimation of the prevalence of self-test use and provided samples of
people who were willing to be contacted about taking part in an interview or receive a

longer in-depth questionnaire.

3.3.2 Questionnaire design

This questionnaire (appendix 11) aimed to initially assess whether people had used
self-tests and gain consent to recontact responders about taking part in an interview
or send them an in-depth questionnaire. It covered two sides of an A4 card and, on
the first side, asked for age, sex, ethnic group, health status and employment status.
It was felt that the questionnaire should be kept short to improve the response rate,
but that it would be useful to obtain some background information. Age, sex, health
status and employment status were chosen because it was hypothesised that these
variables may affect whether someone would self-test. The wording and coding

categories for the questions about ethnic group, health status and employment status
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were taken from the last Census [74], facilitating assessment of the sample’s

representativeness by comparison with Census data.

A definition of a self-test was then provided on the second side of the questionnaire
in keeping with the initial definition of a self-test for this study (see section 2.8). This
was kept short to reduce the length of the overall questionnaire and improve
response rates — “Self-tests are bought from shops or over the Internet. They are
used to test for conditions or diseases without involving a doctor, nurse or other
health professional”. The ethics application for this study had originally stated that
self-tests were used without involving a doctor. The ethics committee, however, had
asked for the expanded definition to be used as they felt that it was more appropriate

to refer to a health professional rather than just a doctor.

The questionnaire then asked whether the person had used named self-tests
identified by the systematic internet search [48]. As it was not possible to list all types
of tests identified during the search on this short questionnaire (see section 4.2.3),
the most frequently identified eligible tests were listed. For this purpose, an eligible
test was counted each time it was identified even if the same test had already been
found on another website. The self-tests listed were for allergies, blood in the stool,
chlamydia, cholesterol, diabetes, HIV-infection, kidney disorders, low blood count,
menopause, prostate disorders, sperm count, urine infection and vaginal infection.
Alternative names were also included on the questionnaire, for example glucose or

sugar in the blood or urine for diabetes. Although not included in the definition of self-
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tests used for this thesis, tests for pregnancy and high BP were also listed so that the
results could be compared with studies where these tests were included. There was

also a free text option to provide details of any other self-test not already mentioned.

There were two mailings of the initial questionnaire so that potential interviewees
could be identified from the first mailing, thereby enabling the design of an in-depth
questionnaire (see sections 3.6.2 and 4.5). Respondents who were willing to receive
the in-depth questionnaire were then identified during the second mailing, ensuring
that the gap between consenting to and receiving an in-depth questionnaire was as
short as possible. Self-test for gonorrhoea was listed on questionnaires sent out
during the first mailing, but this was removed for the second mailing because no-one
had reported its use and its removal facilitated better spacing of the remaining tests
on the questionnaire. The initial questionnaire sent out during the first mailing asked
for consent to recontact people taking part in an interview, and the initial
questionnaire sent out during the second mailing asked for consent from respondents

to send them an in-depth questionnaire.

3.3.3 Pilot of initial questionnaire

The initial questionnaire was piloted with non-academic staff members from the
Department of Primary Care Clinical Science at the University of Birmingham to
assess comprehension and ease of completion. The questionnaire was then sent to

a restricted number of eligible subjects (n=400) before a large number were
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distributed. The responses suggested that there were no major difficulties completing

the questionnaire and, therefore, no further changes were considered necessary.

3.34 Sample size

At the start of this project, there had only been one survey in the UK that asked
participants about self-test use [4]. This reported that nearly a third (32%) of
respondents had ever bought a health testing kit to carry out at home, although this
was not broken down further and the examples given in the question included the
commonly used pregnancy test. Based on a conservative 10% prevalence of self-test
use, it was calculated that a sample of 4200 people would allow estimation of the
prevalence of use with at least +/-1% precision and 95% confidence [75]. Assuming a
response rate of 40%, which is less than other large prevalence surveys [76, 77], it
was initially estimated that the questionnaire would need to be sent to 10500 people,
although this would be revised based upon the actual response rate. Conservatively
assuming an average list size of 4500 people [78], 75% of whom were 18 years or
older [79] and 5% of whom the GP excludes as inappropriate to receive the
questionnaire [77], it was estimated that four general practices should be sufficient,

but it was anticipated that up to 10 would be recruited to increase generalisability.

3.3.5 Study population

For the first mailing, 19 general practices were approached by letter (appendix 12)
and asked to return a reply slip (appendix 13) indicating their interest in the study.

These practices were selected from Birmingham East and North Primary Care Trust
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(PCT), Heart of Birmingham Teaching PCT, Solihull PCT and South Birmingham
PCT. Selection was based on the Index of Multiple Deprivation (IMD) 2004 rank and
population density to try to ensure that people from a range of economic
backgrounds and urban and rural settings were included. The IMD score brings
together indicators chosen to cover different aspects of deprivation, which are
weighted and combined into a single score for each of 32482 super output areas in
England [80, 81]. Each practice was assigned a high or low grade based on whether
the IMD 2004 score for the super output area for that practice was in the top or
bottom half of the ranking of scores for all super output areas in England. Ranks
were provided with details of eligible practices by the Midlands Research Practices
Consortium. Practices were also assigned a high or low grade based on whether the
population density for the ward for that practice was in the top or bottom half of the
ranking of population densities for all wards in England [82]. Four groups of practices
were formed — high population density and high IMD rank, high population density
and low IMD rank, low population density and high IMD rank, low population density
and low IMD rank — and the 19 practices were selected from across these groups.

Seven practices responded: five declined and two agreed to take part in the study.

For the second mailing, 60 general practices were approached with details of the
study. The same selection procedure was used [83, 84], but Worcestershire PCT and

what was previously South Warwickshire PCT were also included [a]. Thirty two

[a] On 1 October 2006, North Warwickshire PCT, South Warwickshire PCT and Rugby PCT merged to
form Warwickshire PCT, but approvals had only been gained for the former South Warwickshire PCT.
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practices responded of which 22 declined, six asked for further information but did

not decide to participate, and four agreed to take part in the study.

The study population comprised adults aged 18 years or older registered with the
participating general practices. The practices were asked to generate random
samples of eligible adults (table 1). They were then asked to exclude anyone who
might be distressed by the questionnaire, for example because of recent illness or

bereavement, and people who lived with them were also excluded.

Table 1: Approximate list size of participating general practices and numbers of

patients sampled, excluded and mailed.

Practice | Approximate list size [a] Original sample Excluded Mailed
1 4900 1500 139 1361
2 11000 1000 26 974
Subtotal 15900 2500 165 2335
3 2000 2034 [b] 55 1979
4 10700 1500 20 1480
5 10500 1570 32 1538
6 5700 785 69 716
Subtotal 28900 5889 176 5713
Total 44800 8389 341 8048

[a] Adults aged 18 years or older to the nearest 100 adults.

[b] This practice provided their full list.

3.3.6 Questionnaire mailings

The first mailing was conducted during June and July 2006. Questionnaires were

sent to 2335 adults aged 18 years or older registered with two general practices from
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Birmingham East and North PCT. The second mailing took place from October 2007
to January 2008. Questionnaires were sent to a further 5713 adults registered with
four practices from Warwickshire and Worcestershire PCTs. The total sample was
8389 people and 341 were excluded by the practices, leaving a sample of 8048
people (table 1). A covering letter (appendix 14) and prepaid envelope were sent with
the questionnaire. A reminder letter (appendix 15) plus replacement questionnaire
and prepaid envelope were sent to non-responders after three to four weeks. The
letters included the option of returning a blank questionnaire to indicate that the

person did not want to take part.

3.3.7 Data entry

Because of the large number of people being mailed, the questionnaires were
designed so that they could be scanned and read using optical mark recognition
(OMR) software (Remark Office OMR Version 6) [85]. This involved asking
respondents to fill in a circle to show their answers rather than, for example, ticking
them. Data from the first 99 questionnaires returned were entered using the software
and then checked visually against the hard copy of the questionnaire. As there were
48 OMR readable fields, this comprised 4752 data items. There were 37 errors
across four questionnaires, but 35 were where the respondent had written across the
questionnaire, rather than just filling in the circle, and 34 of these were on one
questionnaire. It was, therefore, decided that questionnaires would be divided into
“‘well-completed”, that is where circles were filled in as requested, and “poorly-

completed”. The former group were entered using the OMR software alone. The
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latter group were also entered using the OMR software, but the resulting data was

always checked against the hard copy of the questionnaire.

3.3.8 Data analysis

Response rates were calculated. The representativeness of responders was
examined by comparing characteristics from the initial questionnaire with population-
based data from the 2001 Census. The crude prevalence was calculated as the
proportion of eligible responders reporting use. The crude prevalence of the reported
use of each self-test was calculated, and a combined analysis calculated the crude
prevalence of the reported use of any self-test. A test for pregnancy was included on
the initial questionnaire, but the overall prevalence of the use of any self-test was
calculated excluding pregnancy tests because their use is now routine [51]. A test for
high BP was also included on the initial questionnaire, but they were also excluded
from the calculation of the prevalence of the use of any self-test because, unlike the
other named self-tests, the user does not need to take their own biological sample.
Separate analyses for tests for high BP and tests for pregnancy and combined
analyses for any self-test plus tests for high BP but excluding tests for pregnancy and
any self-test plus tests for high BP and pregnancy were also conducted, however, to

enable comparison with other published data.

The prevalence estimates were directly standardised to the population of England
and Wales in 2006 [86, 87]. Sex- and age-specific rates of self-test use were

multiplied by the number of the standard population in the relevant age group and
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then summed to give the estimated total number of self-test users in England and
Wales. This was divided by the total population to give the directly standardised

prevalence. Ninety five percent confidence intervals (Cl) were calculated [87].

3.3.9 Summary of this section

This section described the methods used for the population-based questionnaire
survey. The questionnaire asked whether respondents had used any of a list of self-
tests generated from the systematic internet search for self-tests available to buy by
members of the UK public and sought consent for recontacting them. This facilitated
the initial estimation of the prevalence of self-test use and provided samples of
people who were willing to be contacted about taking part in an interview or receive a

longer in-depth questionnaire.

The design of the questionnaire and how it was piloted were explained. The sample
size calculation was set out and the study population was described. The strategy for
sending out the questionnaires and the methods used for entering and analysing

data were outlined.

The next section describes the methods used for interviews with a sample of

respondents to this initial questionnaire about their experiences of using self-tests.
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3.4 Interview survey

3.41 Overview of this section

A sample of respondents to the initial questionnaire who reported that they had used
self-tests were interviewed about their experiences and this section describes the
methods used. Interviews are suitable for gaining an in-depth understanding of
personal experience and perspectives [88]. The objectives of the interviews were to
better understand experiences of self-testing, that is how self-tests had been
accessed and why they had been used, and to generate a list of factors that may be
associated with self-test use. This information would then be used to inform the
design of an in-depth questionnaire. The published paper for this part of the study is

included in appendix 16 [89].

3.4.2 Study population

The initial questionnaires sent to 2335 adults aged 18 years and older from the two
general practices in North Birmingham during June and July 2006 sought consent to
contact people about taking part in an interview about their experiences of self-tests.
The practices generated a random sample of 2500 adults but excluded 165 people

who were felt to be inappropriate, for example because of recent iliness.

Purposeful sampling of respondents was then used to select people to invite to
interview [90]. Reasons for self-testing may vary depending upon the person’s sex
and age and the type of test that they had used. Potential interviewees were,

therefore, placed in groups based on their sex and age (under 50, 50 and older) and
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the type of self-test they said they had used: (1) allergies, (2) cancer i.e. prostate
disorders or blood in the stool, (3) cholesterol, (4) diabetes, (5) fertility i.e.
menopause or sperm count, (6) kidney disorder, (7) low blood count, (8) sexually
transmitted infections i.e. chlamydia or vaginal infection, (9) urine infection. The age
cut-off was selected with the aim of roughly dividing the potential interviewees into

two equally sized groups, rather than on a presumption of when behaviours change.

3.4.3 Mailing invites to interviews

The plan was to invite people from as many of these age-, sex- and type of test-
specific groups as possible, randomly selecting from groups with more than one
person. People who were selected were sent a covering letter (appendix 17),
information leaflet (appendix 18), reply slip (appendix 19) to confirm whether they
would like to take part in an interview, and a prepaid envelope for its return. People
who were willing to be interviewed were contacted by telephone and given the option
of being interviewed at home or The University of Birmingham. Invites were sent out
in two batches to facilitate analysis being conducted alongside interviews. No
reminders were sent as it was felt that, perhaps unlike a questionnaire, taking part in
an interview is a substantial undertaking and, therefore, that non-response should be

accepted.

344 Conduct of interviews

All interviews were conducted by the author of this thesis (medically trained white

female aged 38 years) from September to December 2006. Informed consent was
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obtained immediately before the interviews (appendix 20), which were digitally
recorded. Respondent validation was sought by sending participants a summary of
their interview and asking them to return a reply slip saying whether they thought that

the summary was complete and accurate (appendix 21).

A semi-structured topic guide was used during the interviews (appendix 22). This
was based on the areas that it was felt should be covered based on the objectives of
the study [91]. Key areas for discussion were signposted, for example how the
person found out about and decided to use the self-test, and further subsidiary
questions were included in case the interviewee needed guidance about the type and
amount of detail required. The questions were intended to be open-ended, precise
and clear [92], although it was anticipated that the exact wording could be adapted to
suit the interviewee [93]. It was anticipated that the interviews would always start with
questions about how the person found completing the initial questionnaire and the
tests that had been used as it was considered that these were easily answered
questions that would, therefore, put the person at ease. The order of the other

questions was expected to vary depending on the flow of the interview.

3.4.5 Analysis
3.4.5.1 Method of analysis

Thematic analysis was used. This involves the researcher grouping the data into
themes and examining all the cases in the study to make sure that all occurrences of

each theme have been accounted for and compared [94]. Thematic analysis can be
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used to get a full description of the entire data set to get a sense of the predominant
or important themes, and this has been suggested to be particularly useful when

investigating an under-researched or “fuzzy” area or when working with participants
whose views on a topic are not known [95, 96]. If the research is exploratory or part
of a mixed-methods study, as in this study, these thematic groupings may simply be

reported or described, rather than identifying relationships between them [94].

Themes can be identified in two main ways, inductively from the raw data or
deductively from theory and prior research [95]. In a bottom-up or inductive thematic
analysis, the data is coded without trying to fit it into a pre-existing coding frame [96].
The selection of themes is driven by the data rather than, for example, questions
asked of participants or the researcher’s theoretical ideas [96]. In contrast, a top-
down or theoretical thematic analysis is more explicitly analysis driven, for example
by the researcher’s theoretical or analytic interest in the area [96]. It has been
suggested that the choice between these approaches is related to why the data are
being coded [96]. Coding the data for a specific research question is associated with
a more theoretical approach. Alternatively, the research question can evolve through
the coding approach, which equates to a more inductive approach [96]. As the
objective of this part of this study was to generate a list of factors associated with
self-test use, it was expected that this would be a predominantly inductive thematic
analysis. It was also realised, however, that this type of analysis often includes
themes that emerge from the data and that are anticipated, for example in this study

interviewees would be asked about their explicit reasons for self-testing [94].
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Furthermore, it was also acknowledged that researchers cannot easily free

themselves of their existing knowledge or theoretical preconceptions [96].

A thematic analysis also usually focuses exclusively on identifying themes at an
explicit or latent level [95, 96]. With the former approach, themes are identified within
the surface meanings of the data [96]. The analyst does not look beyond what the

participant has said, which was anticipated would be the case with this analysis.

Qualitative researchers usually treat counting with caution. This is because the
methods used are intended to identify subjective meanings and generate theory
rather than to be statistically representative [97]. In a qualitative study where the
sample has not been selected to be numerically representative of the population and
where the interview technique is not necessarily consistent, for example not all
questions are asked of all respondents or questions are phrased differently or
delivered at different stages of the interview, it can be misleading to report relative

frequencies [97]. It was decided, therefore, that counts would not be undertaken.

3.4.5.2 Process of analysis

Braun described six phase in thematic analysis, shown in box 3 [96], and the process
of analysis mirrored this description. Initially, as in the first phase of analysis
described by Braun, the author of this thesis transcribed all the transcripts verbatim

and then read and re-read them to familiarise herself with the data.
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Box 3: The six phases of thematic analysis described by Braun [96].

Phase 1: Familiarising yourself with the data — transcribing, reading and re-reading the data,

noting down initial ideas.

Phase 2: Generating initial codes — Coding interesting features of the data in a systematic

fashion across the entire data set, collating data relevant to each code.

Phase 3: Searching for themes — Collating codes into potential themes, gathering all data

relevant to each potential theme.

Phase 4: Reviewing themes — Checking if the themes work in relation to the coded extracts

and the entire data set, generating a thematic map of the analysis.

Phase 5: Defining and naming themes — Ongoing analysis to refine the specifics of each
theme, and the overall story the analysis tells, generating clear definitions and names for

each theme.

Phase 6: Producing the report — Selection of vivid, compelling extract examples.

Following on from this, as in the second phase of analysis described by Braun, an
initial list of codes was generated from the raw interview data. Codes refer to the
most basic segment of the raw data that can be assessed in a meaningful way, and
they identify a feature of that data, explicit content in this instance, that appears
interesting to the analyst [96]. Initially, the transcripts were printed and then
highlighted and labelled by hand. Dialogue about a test was considered relevant,
regardless of how it had been accessed, as long as no clinician had been involved
before the test was used. As much of the data was coded as possible, some sections
receiving multiple codes [98], and then the coded extracts were cut out and sorted
into piles with the same code. Using a word processing package, the extracts were
then cut and pasted into separate electronic files. An example of a coded segment of

text is shown in box 4.
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Box 4: Example of coded segment of text from interview transcript.

Check on
known risk

165 — Female aged 35-49 years:

Difficult to
read result

»
>

| haven't, sounds as if I'm like a hypochondriac. -
If you ask the doctor, they say_

well why, you know, what's your problem, and you think well why waste the ™
doctor’s time. You know | mean they get enough to do without just sort of |
want a test. Um so | did that over the counter.

Avoid bothering
the doctor
unless really
necessary
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During the next phase, the analysis was focused at the broader level of themes [96].
A theme is a pattern found in the information that at the minimum describes and
organises possible observations and at the maximum interprets aspects of the
phenomenon [95]. This phase involved sorting the different codes into potential
themes and ended with a collection of candidate main themes and sub-themes.
Again, this was done initially by grouping piles of paper extracts with the same code
and then by using a word processing package to place documents with groups of

codes together in the same folder.

These first three phases of analysis were carried out for the first seven interviews
before the remaining interviews were conducted. The same process was then
repeated for the other interviews. The transcripts were coded independently (first
phase of analysis) by another researcher, Dr Sheila Greenfield (PhD supervisor), and
the researchers met before the fourth phase of analysis to ensure that the full list of
codes, themes and sub-themes had been identified. It was also agreed that no new
relevant data were emerging in the later interviews to warrant new themes or sub-
themes or regarding existing ones, that is that saturation had been reached and that

no more interviews were needed [99].

The candidate themes and sub-themes were then reviewed, refined and finalised, as
in phase four and five of Braun’s model of thematic analysis [96]. The codes within
each candidate theme were read and re-read to ensure that they formed a coherent

pattern, and the candidate sub-themes and themes were reviewed to ensure that
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they reflected the meaning present in the whole dataset. The relationships between
the sub-themes and main themes were also revisited and then refined by reviewing
them with another researcher, Dr Jon Ives (Research Fellow). This was to ensure

that a sensible and coherent map of the data was produced.

3.4.6 Summary of this section

This section has described the methods used for interviews with respondents to the
initial questionnaire who had reported self-test use about their experiences. The
objectives were to better understand experiences of self-testing and generate a list of
factors that may be associated with self-test use. This information would then be

used to inform the design of an in-depth questionnaire.

This section described the study population from which the interviewees were
sampled and how this was done. Details of how invites to interviews were mailed
were given. How interviews were conducted was outlined, including the design of the
topic guide. Finally, the rationale for undertaking a thematic analysis and how this

was conducted were described.

The next section describes the methods for the systematic review of evidence for
factors that may be associated with using self-tests and, because of the lack of
evidence about self-testing, similar activities. This added to the list of factors that may

be associated with self-test use generated during the interviews.
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3.5 Systematic review of evidence

3.5.1 Overview of this section

This section describes methods used for the systematic review of evidence for
factors that may be associated with self-testing. After starting the review, it became
clear that there was very little published work related to self-testing. The review was,
therefore, expanded to include similar activities, that is health-related activities that
could be initiated without a conventional health professional, for example use of OTC
medicine. The objectives of this part of the study were to add to the list of factors that
may be associated with self-testing generated during the interviews. This information
would then contribute to the design of an in-depth questionnaire to investigate factors
that were associated with self-test use. The published paper for this part of the study

is included in appendix 23 [100].

3.5.2 Scope of the review

In addition to self-testing, because initial scoping searches indicated a lack of
evidence directly related to self-testing, activities under review were use of OTC
medicine, private healthcare, CAM, and home BP monitors. These were chosen
because they also relate to self-care and can be initiated without the involvement or
recommendation of a conventional health professional and this is a defining feature
of self-testing. Furthermore, they usually necessitate the user taking an active role,
for example visiting a pharmacy, which is similar to buying a self-test. The review was
restricted to studies involving UK residents because use of these activities is likely to

be related to the accessibility of the health care system. The review was also
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restricted to studies published in the previous 15 years (1993 to 2007) because use
of the activities may have altered as fashions, cultural norms, technologies and

healthcare policies have changed [101, 102].

3.5.3 Search strategy

Databases searched are shown in box 5. A search strategy was designed for each
activity. To look for studies about self-test use, for example, titles of papers were
searched for the terms “self diagnos$” or “self test$” or “home test$” or “home
diagnos$”, where $ denotes truncated terms. This was then adapted for each
database. Databases where MeSH headings are assigned to papers, for example,
were also searched using appropriate headings, such as “self medication” to look for
studies about OTC medicine use in Medline. Searches were conducted during April
2007. More recent searches of Medline were conducted in July 2008 and February
2010, but the in-depth questionnaire had been designed and distributed by then so
the search was restricted to papers about self-testing to contribute to the

interpretation of the findings of this study.
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Box 5: Databases searched during systematic review of evidence for factors

associated with self-care activities.

Allied and Complementary Medicine Database (via Ovid)
Applied Social Sciences Index and Abstracts (via CSA)

Arthritis and Complementary Medicine Database
(http://www.compmed.umm.edu./integrative/Databases.html)

British Nursing Index (via Ovid)

Complementary and Alternative Medicine and Pain Database
(http://www.compmed.umm.edu./integrative/Databases.html)

Cumulative Index to Nursing and Allied Health Literature (via EBSCO)
Embase (via Ovid)

International Bibliography of the Social Sciences (via Ovid)

Medline (via Ovid)

PsycINFO (via Ovid)

Sociological Abstracts (via CSA)

Where too many papers were returned by the initial search criteria to review each
abstract, searches were refined with filters to identify appropriate study designs. For
example, titles were searched for terms related to relevant outcomes such as
“factor$” or “characteristic$”, and databases where MeSH headings are assigned
were searched using headings such as “Epidemiologic Studies” or “Health Surveys”.
A filter to identify studies conducted in the UK was also used: the title, abstract,
institution and country of publication were searched for “UK”, “United Kingdom”, “GB”,
“Britain” and the constituent countries. Finally, where possible within each database’s

options, searches were limited to studies involving humans, written in the English
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language, and published from 1993 to 2007. Appendix 24 gives examples of search

strategies used to look for studies related to OTC medicine in Medline.

References of eligible papers were reviewed to identify any relevant citations that
had not otherwise been identified. As studies related to private care could have been
published in economic as well as medical journals and all relevant papers from such
journals may not be indexed in biomedical bibliographic databases, The Journal of
Health Economics, The Journal of Public Economics and The Economic Journal
were also hand-searched. These journals were chosen because some relevant
papers were identified that had been published in these journals during the electronic

searches and from the references of other papers.

3.54 Inclusion and exclusion criteria

Abstracts of potentially relevant studies were reviewed. Where it was unclear whether
the study was eligible, the paper was retrieved and assessed. Studies were included
if they were published during the last 15 years (1993 to 2007) and they reported
factors, reasons or characteristics associated with a relevant self-care activity among

adults resident in the UK.

Studies were excluded if they did not concern a relevant activity as listed in section
3.5.2 or report factors, reasons or characteristics associated with a relevant activity.
Remaining studies were then excluded: if they did not involve adults or did not

differentiate between children and adults; if they specified that the activity was

51



initiated by a doctor or nurse; if they only studied intention or willingness to do an
activity rather than actual behaviour; if they involved people with specific conditions
where the results would not be generalisable, such as the use of non-prescription
medicine in a multiple sclerosis clinic population [103]; or if they did not involve UK
residents or differentiate between residents of the UK and other countries. Finally,
reviews, letters and opinion pieces were excluded, although reviews were retrieved

so that relevant references could be identified.

3.5.5 Quality assessment

Proformas based on tools from the Critical Appraisal Skills Programme [104, 105]
were used to assess the quality of eligible studies. The quantitative proforma
included questions about whether the results of the study were likely to be valid, for
example whether the study population was recruited appropriately (appendix 25).
The qualitative proforma included questions about whether the study was likely to be
rigorous and credible, for example whether the recruitment strategy was appropriate
to the aims (appendix 26). Each paper was independently given a score out of ten by
two reviewers (the author and either Professor Sue Wilson, PhD supervisor, or Dr
Aliki Taylor, Clinical Research Fellow) with discrepancies resolved by discussion.
Papers with scores of eight or more were arbitrarily termed high quality, papers with
scores of more than five but less than eight were termed medium quality, and papers
with scores of five or less were termed low quality. Low quality publications were
included to give a complete picture and because such studies could indicate areas

where higher quality research is needed.
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3.5.6 Data extraction

Data was extracted from eligible papers by the author of this thesis. The following
headings were used: year of publication, study design, population studied, year of the
study, exposure (for example visited a CAM practitioner in the last 12 months [106]),
denominator (for example number of questionnaires distributed or people invited to

interview), numerator or response rate, and significant or key results.

3.5.7 Summary of this section

This section has described the methods used for the systematic review of evidence
for factors that may be associated with self-testing and, because of a lack of
evidence in this area, activities that were considered to be similar. The objectives of
this part of the study were to add to the list of factors that may be associated with
self-testing generated during the interviews so that an in-depth questionnaire to

investigate factors associated with use could be designed.

Initially, the scope of the review was described, that is the activities, geographical
area and time period covered. Searches were conducted during April 2007 for
studies published from 1993 to 2007, but Medline was searched again in July 2008
and February 2010 for more recently published papers about self-testing. The search
strategy was outlined, including the databases that were searched and the search
terms. The criteria for including and excluding papers were reviewed. Finally, the

methods used for assessing the quality of papers and extracting data were outlined.
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The next section describes the design of the in-depth questionnaire from the
information gathered during the interviews and systematic literature review, and the

methods used for its distribution and analysis.
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3.6 In-depth questionnaire survey

3.6.1 Overview of this section

Information from the interviews and systematic literature review was used to design
an in-depth questionnaire to obtain information on factors that may be associated
with self-test use. This was sent to willing respondents to the initial questionnaire who
had and had not reported self-test use. Questionnaires sent to people who said that
they had used self-tests included a section asking for details so that use could be
confirmed, leading to a more accurate estimation of the prevalence of use and the
determination of factors that were associated with confirmed use. This section
reviews how the questionnaire was designed and piloted. The study population is
then described and the process for sending out questionnaires is summarised.
Methods used to enter data and check data entry are described. Finally, the analysis
of data is outlined. This is divided into refining the prevalence of self-test use and

determining factors associated with use.

3.6.2 Design of in-depth questionnaire

Interviews were conducted with 23 respondents to the initial questionnaire who
reported self-test use. These interviews, supplemented by the systematic literature

review, informed the design of an in-depth questionnaire (appendix 27).
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3.6.2.1 Factors associated with self-test use

The original objective of the in-depth questionnaire had been to investigate factors
that may be associated with self-test use. Results from the interviews and the
systematic literature review were collated and a set of questions to describe factors
that were potentially associated with self-test use were developed. The full rationale
for including each question is described after the results of the interviews and

systematic review have been presented, in section 4.5 of the results chapter.

3.6.2.2 Self-test use

It became clear during the interviews that some people who had indicated self-test
use on the initial questionnaire had only actually used those tests with the
involvement of a clinician. The original objectives of the in-depth questionnaire were,
therefore, extended to include confirmation of self-test use reported on the initial
questionnaire. In-depth questionnaires sent to people who had reported the use of
self-tests (excluding pregnancy tests) and/or tests for high BP on the initial
questionnaire included a separate section for each of these tests asking how it had
been obtained and why it had been used (figure 2). Use was considered relevant as
long as no clinician was involved before the test was used. If the respondent
indicated on the in-depth questionnaire that either “The test was given to me by a
doctor or nurse to use at home” or “The test was suggested to me by a doctor or

nurse”, the test use was excluded.
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Figure 2: Questions about self-test use from the in-depth questionnaire (continued on next page).

SECTION 2: In the last questionnaire, you said that you had used a self-test for urine infection (or
cystitis or bladder infection). This section asks about this.

In the first column, please tell us about the times you used this self-test in the last 12 months.
In the second column, please tell us about the times you used this self-test more than 12 months ago.
In the |ast column, please tell us about the times you used this self-test but you're not sure when you did so.

1 How did you get hold of this self-test? Please fill in circles for all the options that apply to you in every

column that applies to you. Inthe last  More than 12| Not sure

12 months =~ months ago when
<
The test was given to me by a doctor or nurse to use at home @] @) @)
| bought the test over the internet to use at home O @) O
, If either of these
| bought the test from a pharmacy or chemists to use at home O @] @) statements were marked
| paid to have the test done at a pharmacy or chemists @) @) @) for a_ time perl(_)d, t.he test
use in that period involved
| had the test done for free at a pharmacy or chemists (@) ®) @] a healthcare professional
| used testing equipment that was available at my work o] O O an(,:l’ therefore, was not
valid self-test use.
| used a friend’s or relative’s testing equipment O O O
Other — please say how o) o o Fre_e text was also .
reviewed to determine
2 Why did you use this self-test? Please fill in circles for all the options that apply to you in every column whether it indicated
thafapp?i’es to you ' = P PPy oy S involvement of a healthcare
' In the last  More than 12 Not sure professional
12 months | months ago when )
The test was easily available @) @) O |
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| was curious

| like to do routine checks on my health

| wanted to reassure myself that | was well

| had some symptoms and wanted to get a diagnosis

| have a family risk of the condition

| have a higher risk of the condition for other reasons

| didn’t want to bother the doctor

It was easier and / or more convenient than visiting the doctor
| was embarrassed to go to the doctor

| didn’t think it was suitable to go to the doctor about this

| wanted evidence to justify going to the doctor

I'd been to a doctor but he / she didn't test me or solve the problem
The test was suggested to me by a doctor or nurse

Other — please say why

O O O FOY O JON O O O FO8 O fOR O O

O |fO8 O @4 O FOR © FO4 O O O G} O O

O|l® O @l O 0 O e O @ O |C OO
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3.6.3 Pilot of in-depth questionnaire

Questions on the in-depth questionnaire were organised in what was felt to be the
most logical order. The questionnaire was then piloted with non-academic staff
members from and two lay advisers to the Department of Primary Care Clinical
Science at the University of Birmingham to assess comprehension and ease of
completion. This resulted in simplification of the explanation for completing the health
locus of control section of the questionnaire (section 8 of the final in-depth

questionnaire reproduced in appendix 27).

Eleven interviewees were also asked to complete the questionnaire to assess
comprehension and ease of completion, and to determine whether the section that
aimed to obtain details of self-test use accurately recorded use, that is as described
during the interviews. The interviewees were sent the questionnaire with a covering
letter (appendix 28) plus a short reply slip (appendix 29) that asked how long it took
to complete the questionnaire, how easy or difficult this was, whether any particular

questions were difficult to complete, and for any other comments.

Eight interviewees returned the reply slip and a completed questionnaire. Four said it
took less than 15 minutes to complete the questionnaire, three said it took about 20
minutes, and the other person said it took about 30 minutes. Seven of them said the
questionnaire was fairly easy to complete and the other interviewee said it was very
easy. Only two people had difficulty with particular questions. One felt that the

question about long-term illness was ambiguous, which led to the question being split
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into two parts (as in question 3 of section 1 of the final in-depth questionnaire
reproduced in appendix 27). The other interviewee’s comments related to the pilot
section about self-test use, which is shown in figure 3. She felt that it was difficult to
say how many times she had used a self-test because she did so fairly frequently.

This question was, therefore, removed as it was not needed to confirm use.

In response to the second and third questions of the pilot section about self-test use
(figure 3), three interviewees marked time periods that did not agree, two of them in
one of their two self-test sections and one in the only self-test section. One of them,
for example, marked “Within the last 12 months” for the second question about when
they had used the self-test but then marked that they had accessed the test in one
way “Within the last 12 months” and in another way “More than 12 months ago” for
the third question. For this person and one of the other two interviewees, the
responses to the third question about how they had got hold of the test accurately
reflected the descriptions given at interview, and all of the other interviewees
indicated how tests had been accessed and why they had been used in line with
descriptions given at interview. As a result, the separate question about when tests
had been used was also taken out and interviewees were simply asked to indicate
how they had got hold of tests and why they had used tests and the time periods to
which this related. The accompanying text about how to complete the section was

also made more explicit. The amended section in shown in figure 4.
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Figure 3: Questions about self-test use from the pilot version of the in-depth

questionnaire sent to interviewees.

o) @)

column.

| bought the test over the internet to use at home

| bought the test from a pharmacy or chemists to use at home
| paid to have the test done at a pharmacy or chemists

| had the test done for free at a pharmacy or chemists

| used testing equipment that was available at my work

| used a friend's or relative's testing equipment

Other — please say how

(@] The test was easily available
| was curious
| like to do routine checks on my health

| wanted to reassure myself that | was well

| had some symptoms and
wanted to get a diagnosis

| have a family risk of the condition

O O O O O
O 0O 0O O 0O 0O O

| have a higher risk of the
condition for other reasons

1 How many times have you used this self-test? Please write the number in the box.

Within the last 12 months More than 12 months ago

Within
the last 12
months

0

Q | & O oh O

SECTION 2: In the last questionnaire, you said that you had used a self-test for urine infection (or
cystitis or bladder infection). This section asks for some more information about this.

times

2 When did you use this self-test? Please fill in circles for all the options that apply to you.

Not sure when

0

3 How did you get hold of this self-test? Please fill in circles for all the options that apply to you in each

More than 12 Not sure

months ago when
O 0
@) @)
0] 0]
@] 0]
0 0
0] 0]

4 Why did you use this self-test? Please fill in circles for all the options that apply to you.

| didn’t want to bother the doctor

It was easier and / or more

convenient than visiting the doctor

| was embarrassed to go to the doctor

| didn’t think it was suitable

to go to the doctor about this

| wanted evidence to justify going to the doctor

I'd been to a doctor but he / she had
not tested me or sorted out the problem

Other — please describe below
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Figure 4: Questions about self-test use from the in-depth questionnaire following the

input of interviewees.

SECTION 2: In the last questionnaire, you said that you had used a self-test for urine infection (or
cystitis or bladder infection). This section ask for some more information about this.

Please fill in circles for all the options that apply to you in every column that applies to you.
In the first column, please tell us about any times that you used this self-test in the last 12 months.
In the second column, please tell us about any times that you used this self-test more than 12 months ago.
In the last column, please tell us about any times that you're not sure when you used this self-test.

1 How did you get hold of this self-testy = |nthelast  Morethan 12/ Not sure

12 months  months ago when
| bought the test over the internet to use at home (0] (@] (0]
| bought the test from a pharmacy or chemists to use at home (0] (0]
| paid to have the test done at a pharmacy or chemists O @] O
| had the test done for free at a pharmacy or chemists O O O
| used testing equipment that was available at my work 0O (@] (0]
| used a friend’s or relative's testing equipment 0] 0] O
Other — please say how @] 0] O

2 Why did you use this self-test? Inthe last | More than 12| Not sure

12 months =~ months ago when
The test was easily available (@] (0] (o]
| was curious (@]
| like to do routine checks on my health @] (@] (0]
| wanted to reassure myself that | was well 0] 0] O
| had some symptoms and wanted to get a diagnosis 0 O (o]
| have a family risk of the condition O @] O
| have a higher risk of the condition for other reasons (@] @] 0]
| didn’t want to bother the doctor (@] O O
It was easier and / or more convenient than visiting the doctor 0] (@] (@]
| was embarrassed to go to the doctor (@] (0] (0]
I didn't think it was suitable to go to the doctor about this ¢} @) e}
| wanted evidence to justify going to the doctor (@] 0] (0]
I'd been to a doctor but he / she didn’t test me or solve the problem (@] (@] (@]
Other — please say why @] 0] (0]
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The questionnaire was then initially sent to a restricted number of eligible subjects
(n=89) and the following final changes were made to sections about factors that may
be associated with self-test use before the remaining eligible subjects were mailed
(as shown in the final version of the in-depth questionnaire in appendix 27). A faint
line was added to question 3 of section 1 to clearly separate the two parts of the
question. The first response option for questions 2 to 4 in section 3 was changed
from “More than five days a week” to “Five days a week or more” so that all
possibilities were covered. In line with other questions, the response options for
questions 1 and 2 of section 5 and for the health locus of control section (section 8)
were switched around so that they ran from positive options (three or more times and
strongly agree respectively) on the left to negative options (not sure and strongly
disagree respectively) on the right. Professor Ken Wallston, who designed the health

locus of control scale, felt that this would not affect the validity of the scores [107].

Finally, the following changes were made to the section collecting details of self-test
use (as shown in the final version of the section in figure 2). Rather than leaving
respondents to mark the “Other” option and add free text if a clinician had been
involved, it was felt that a more accurate and complete confirmation of self-test use
would be obtained if explicit statements were added — “The test was given to me by a
doctor or nurse to use at home” to the question about how the person had got hold of
the self-test and “The test was suggested to me by a doctor or nurse” to the question

about why the person had used the self-test.
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3.64 Sample size

Factors associated with self-care were used to calculate a likely sample size for the
multivariable analysis of factors that predict use of self-tests (section 3.6.9.5). A
Spanish study found that self-medication was more prevalent among people who
lived alone [108]. About 15% of adults aged 16 years or older lived alone in 2001
[109, 110]. If 15% of people who had not used a self-test also lived alone, it was
estimated that data from 207 people who had used self-tests and 207 people who
had not done so would detect a doubling of the odds of living alone among people

who had used a self-test with 80% power and 5% significance [75].

3.6.5 Study population

The initial questionnaire sent to people from the final four practices asked if they
would be willing to receive a second in-depth questionnaire. People were excluded if
the sex and/or age (+/- two years) given on the initial questionnaire did not match the

practice records, indicating that they were not the intended recipient.

3.6.6 Questionnaire mailing

The in-depth questionnaire was then sent to the remaining respondents with a
covering letter (appendix 30) and prepaid envelope from December 2007 to March
2008. One reminder letter (appendix 31) with a replacement questionnaire and

prepaid envelope was sent to non-responders after three to five weeks.
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3.6.7 Data entry

Data entry was done by hand into an Access table using a front end form. For the
sections of the questionnaire that investigated factors that may be associated with
self-test use, data entry was done by six people, including the author. Data from
these sections for about 15% of randomly selected questionnaires (n=241) were
double-entered into a separate table by one of three people, including the author,
who was different to the person who had originally entered the data. Data entry
clerks were asked to keep a record of any data items where they had difficulty and
these were reviewed by the author who made a final decision and amended the
relevant single or double entry tables. The single and double entry tables were then

compared in Access using multiple queries.

For sections of the in-depth questionnaire that collected details of self-test use, data
was entered into a separate table to the rest of the questionnaire as respondents
may have completed more than one of these sections. Data entry was done by the
author, and data from about 10% of randomly selected sections (n=65) from 50
questionnaires were double-entered by another person. Again, this person was
asked to keep a record of any data items where she had difficulty making a decision
and these were reviewed by the author who amended the relevant single or double
entry table. The single and double entry tables were then checked in Access using

multiple queries.
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3.6.8 Data analysis: refinement of the prevalence of self-test use

To calculate the refined crude prevalence of test use, the number of people who
gave answers that indicated that they had actually used the test without the
involvement of a clinician was divided by the number of people from the final four
practices who returned the initial questionnaire and had been eligible for inclusion in
the initial prevalence estimate (see section 3.3.8). This was done for each self-test
and test for high BP separately, and combined analyses were conducted for any self-
test excluding tests for high BP and any self-test plus tests for high BP to enable

comparison with other published data.

These estimates were directly standardised to the population of England and Wales
in 2006 [86, 87]. Sex- and age-specific rates of use were multiplied by the number of
the standard population in the relevant age group and then summed to give the
estimated total number of users in England and Wales. This was divided by the total
population to give the directly standardised prevalence. Ninety five percent Cls were

calculated [87].

An exploratory analysis was also conducted. This involved assuming that everyone
who had been eligible for inclusion in the initial prevalence estimate and who
reported use on the initial questionnaire but who did not consent to, was not eligible
for, or did not respond to the in-depth questionnaire had the same sex- and age-

specific rates of confirmed use as eligible responders to the in-depth questionnaire.
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3.6.9 Data analysis: factors associated with self-test use
3.6.9.1 Outcome variable

The outcome variable was whether the respondent had ever used or never used a
self-test without clinical involvement. Individuals who reported no self-test use on the
initial questionnaire were categorised as never having used a self-test. Individuals
who reported self-test use on the initial questionnaire were recategorised as never
having used a self-test or having used a self-test depending on the answers they
provided about how the self-test(s) had been obtained and why the self-test(s) had

been used, as described in section 3.6.2.2.

3.6.9.2  Explanatory variables

Table 2 lists the explanatory variables, their type and origin. Most originated from the
in-depth questionnaire, but three (ethnic group, self-rated health and employment
status) came from the initial questionnaire. Respondents were also assigned an IMD
score and further details of how this was done are provided in section 3.6.9.2.2. For
some variables, answers provided on the in-depth questionnaire were manipulated to
generate a score and further details are provided in sections 3.6.9.2.3 to 3.6.9.2.8.
For some categorical variables, categories were grouped, where no-one in that
category had used a self-test or where the category included less than about 30

people, and it is indicated where this has been done in the results section.
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Table 2: Explanatory variables used in the determination of factors that were

associated with self-test use.

Variable Type Source
Background information
. In-depth questionnaire [a] (initial
Age | Numerical if blank), section 1, question 1
. In-depth questionnaire (initial if
Sex | Categorical blank), section 1, question 2
. . Initial questionnaire [b],
Ethnic group | Categorical section 1, question 3
Index of multiple deprivation score | Numerical
. oL . Derived from
Index of multiple deprivation rank | Numerical respondent's postcode
Index of multiple deprivation quartile | Numerical
L . In-depth questionnaire,
Qualifications | Categorical section 1, question 5
Worked as a health professional | Categorical In-depth questlon_nawe,
section 1, question 4
. Initial questionnaire,
Employment status | Categorical section 1, question 5
Knowledge and views of self-tests In-depth questionnaire, section 2
Confidence using self-test | Categorical Question 1
Knowledge of any tests listed | Numerical
Knowledge of tests listed .
Numerical
except pregnancy test
Knowledge of tests listed except , Question 2
. Numerical
test for high blood pressure
Knowledge of tests Ilsted. except pregnancy Numerical
test or test for high blood pressure
Habits and lifestyle In-depth questionnaire, section 3
Smoking | Categorical Question 1
Exercise | Categorical Question 2
Fruit and vegetables | Categorical Question 3
Internet use | Categorical Question 4

[a] The in-depth questionnaire is shown in appendix 27.

[b] The initial questionnaire is shown in appendix 11.
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Variable Type Source
Knowledge of health recommendations In-depth questionnaire, section 4
Recom_mendatlon about Categorical Derived from question 1
fruit and vegetables
Recommendation about days of exercise | Categorical Derived from question 2
Advice about health problems In-depth questionnaire, section 5
Health advice from anyone listed | Numerical
Health advice from lay person | Numerical
Health advice from health professional | Numerical Derived from question 1
Health advice from .
: Numerical
complementary therapist
Information about health problems In-depth questionnaire, section 5
Health information from any source listed | Numerical
Health information from any . . :
source listed except NHS Direct Numerical Derived from question 2
Health information from NHS Direct | Numerical
Health status
Self-rated health during last 12 months | Categorical Imt@l questlonnglre,
section 1, question 4
Limiting long-term illness | Categorical In-depth questionnaire,
section 1, question 3
SF-8 Physical Health Measure | Categorical Derived from in-depth
. questionnaire, section 6,
SF-8 Mental Health Measure | Categorical questions 1 to 8
Thoughts about how to stay . . .
healthy and future illnesses In-depth questionnaire, section 6
Things to stay healthy | Categorical Question 11
Future ilinesses | Categorical Question 12
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Variable Type Source
Views about health checks . , :
. In-depth questionnaire, section 7
and medical tests
Medical tests are reassuring | Categorical
Curious about health | Categorical .
Question 1
Like routine health checks | Categorical
Medical tests cause anxiety | Categorical
Only go to doctor if symptoms | Categorical
Need symptoms for test | Categorical
Do not like to bother doctor | Categorical
Only go to c}octor if severe Categorical
or serious symptoms _
Question 2
Evidence to justify a visit to the doctor | Categorical
Embarrassed to tell doctor ,
Categorical
about personal problems
Happy to ask doctor for a check-up | Categorical
Confident doctor would do test | Categorical
Access to the GP In-depth questionnaire, section 7
Appointment as soon as would like | Categorical Question 3
Appointment at suitable time | Categorical Question 4
Travel to GP surgery | Categorical Question 5
Satisfaction with healthcare In-depth questionnaire, section 7
Satisfaction with GP consultations | Categorical Derived from question 6
Satisfaction with own care | Categorical Question 7
Satisfaction with other’s care | Categorical Question 8
Health locus of control In-depth questionnaire, section 8
Internal control | Numerical | Statements 5, 10, 12, 16, 17 & 21
Chance | Numerical | Statements 6, 8, 13, 15, 19 & 20
Powerful others | Numerical | Statements 7,9, 11, 14, 18 & 22
Health value | Numerical Statements 1 to 4
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3.6.9.2.1 Age and sex

Age and sex were taken from questions 1 and 2 of section 1 of the in-depth
questionnaire (page 1 of appendix 27) except for one person who did not enter their
sex and nine people who did not enter their age. For these 10 people, the missing

data were taken from their initial questionnaires.

3.6.9.2.2 Index of Multiple Deprivation

Respondents were assigned an IMD 2007 score based on their area of residence
[81, 111]. The IMD 2007 brings together 37 indicators chosen to cover different
aspects of deprivation: income, employment, health and disability, education, skills
and training, barriers to housing and services, living environment and crime [81].
These have been weighted and combined into a single score for each of 32482 small
lower super output areas in England [80, 81]. Only about 1000 to 3000 people live in
each of these areas, which are usually smaller than wards, thereby allowing the
identification of small pockets of deprivation [81, 112]. The scores allow each area to
be ranked relative to one another according to their level of deprivation. Subjects
were also assigned an IMD rank and quartile. The IMD rank is the rank of the score
for the relevant super output area among all super output areas in England. Quartiles
were created by dividing the super output areas in England into four equally sized
groups based on their rank and then assigning respondents to a quartile based on

their super output area of residence.
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3.6.9.2.3 Knowledge of self-tests

Respondents were asked if they knew whether any of a list of named self-tests or
any other self-test was available before they received the initial questionnaire
(question 2 of section 2 on page 2 of appendix 27). This was converted into a score
by adding one for each test that was marked but nothing for “No” or “Don’t know”. An
overall score and scores excluding pregnancy and high BP tests were then
calculated. Respondents who left all the answers blank were treated as having a

missing score.

3.6.9.2.4 Advice about health problems

Respondents were asked how often during the last 12 months they had asked for
advice about health problems from a range of lay and professional people (question

1 of section 5 on page 4 of appendix 27). This was converted into scores for advice
from (1) a health professional (GP or family doctor, general practice nurse, hospital
doctor, hospital nurse, pharmacist or chemist), (2) a lay person (husband or wife or
partner, other family member, friend, work colleague), and (3) any of these people or
a complementary therapist or another person stated by the respondent. This was
done by adding two points if “Three or more times” was marked for a relevant person,
one point if “Once or twice” was marked for a relevant person, but zero points if “Not
at all” or “Not sure” was marked. Respondents who left all the components blank

were treated as having a missing score.
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3.6.9.2.5 Information about health problems

Respondents were asked how often during the last 12 months they had sought
information about health problems from a range of sources (question 2 of section 5
shown on page 4 of appendix 27): NHS Direct, the internet or websites, CDs or
DVDs, books, newspaper or magazine articles, radio or television programmes,
adverts in newspapers or magazines, adverts on radio or television, adverts in
pharmacies or chemist, or another source specified by the respondent. NHS Direct
was considered to be different from the other sources listed as the information comes
directly from approved conventional health professionals. An overall score and a
score excluding NHS Direct were, therefore, calculated. This was done by adding two
points if “Three or more times” was marked for a relevant source, one point if “Once
or twice” was marked for a relevant source, but zero points if “Not at all” or “Not sure”
was marked. Respondents who left all the answers blank were treated as having a

missing score.

3.6.9.2.6 Satisfaction with GP consultations

The in-depth questionnaire included eight questions about respondents’ experiences
of consultations with their doctor adapted from the General Practitioner Assessment
Questionnaire (GPAQ) [113] (question 6 of section 7 on page 8 of appendix 27). The
reply options were slightly modified: the “Excellent” option offered in the GPAQ was
omitted to give a balanced range of possible positive and negative responses in line
with other questions on the questionnaire. Answers to these questions were

combined to give a score by adding five for “Very good”, four for “Good”, three for
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“Fair”, two for “Poor”, one for “Very poor”, and three for “Don’t know”. It was decided
that the same score should be assigned to “Don’t know” and “Fair” as both are
neutral answers. It was also decided that if one or two of the eight answers were
missing, the total score would be imputed by calculating the average for the given
answers and then multiplying by eight. If more than two answers were missing, the

score was treated as missing.

3.6.9.2.7 Health locus of control

The in-depth questionnaire also considered whether respondents perceived health to
be controlled internally, by powerful others or by chance [114] (section 8 on page 9 of
appendix 27). Respondents were asked whether they strongly agreed, moderately
agreed, slightly agreed, slightly disagreed, moderately disagreed or strongly
disagreed with six statements related to each of these loci of control. Scores were
generated for each loci by adding from six for “Strongly agreed” down to one for
“Strongly disagreed” for each of the relevant six statements [115]. In line with the
guidance given [116], if one or two of the six answers were missing, the total score
was imputed by calculating the average for the given answers and then multiplying

by six. If more than two answers were missing, the score was treated as missing.

3.6.9.2.8 Health value

Respondents were asked whether they strongly agreed, moderately agreed, slightly
agreed, slightly disagreed, moderately disagreed or strongly disagreed with four

statements related to the value that they placed upon their health [117] (section 8 on
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page 9 of appendix 27). These were included as it is argued that health locus of
control cannot be properly interpreted unless account is taken of the value placed on
health by an individual [118, 119]. A score was generated by adding six for answers
showing most value for health down to one for answers showing least value for
health. If one of the four answers was missing, the total score was imputed by
calculating the average for the given answers and then multiplying by four. If more

than one answer was missing, the score was treated as missing.

3.6.9.3  Descriptive analysis of respondents

Initially, a simple descriptive analysis was conducted for each explanatory variable,
that is the proportion of respondents with each possible option. This was compared

with population-based data from other sources, where available.

3.6.9.4  Univariate analysis
3.6.9.4.1 Null hypotheses and p-values

Simple univariate analyses were then used to explore the relationship between the
outcome variable (self-test use) and each explanatory variable. Appropriate statistical
tests were used to test the null hypothesis, either that the mean or median value of a
numerical explanatory variable was the same among people who had and had not
used self-tests, or that the proportion of people who had used a self-test was the
same in each category of an explanatory variable. Statistical tests look for evidence
against a null hypothesis, that the effect of interest is zero [120]. The tests calculate

the probability, if the null hypothesis were true, of getting an effect as large as or
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larger than was observed. This probability is called the p-value: the smaller the p-
value, the lower the probability and the stronger the evidence against the null
hypothesis [121]. Conventionally, a cut-off is chosen for a significant result (usually

0.05) and the null hypothesis is rejected if the p-value is smaller than this [122].

3.6.9.4.2 Categorical explanatory variables

For categorical explanatory variables with two categories, the chi-squared (chi?) test
was used to test the null hypothesis that the proportion of people who had used a
self-test was the same in each category: if the p-value was below the cut-off set for
significance (see section 3.6.9.4.4), the observed difference in the proportions of
people who had used a self-test between the two categories was greater than that
expected by chance and the null hypothesis was rejected [123]. For categorical
explanatory variables with more than two categories, the chi? test was used to test
the null hypothesis that the use of self-tests was equally common in all of the
categories under investigation: if the p-value was below the cut-off set for
significance (see section 3.6.9.4.4), the observed differences in the proportions of
people who had used a self-test between the categories was greater than that
expected by chance and the null hypothesis was rejected [124]. Where there were
more than two categories and there was an order to those categories, for example
good, fairly good and not good for self-rated health, the chi®test for trend was used to
assess whether there was an increasing or decreasing trend in the proportions of
people who had used a self-test across the categories [125]. All analyses were

carried out using Stata (release 11) [126].
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3.6.9.4.3 Numerical explanatory variables

For numerical explanatory variables, the range and mean and median values were
compared for people who had and had not used self-tests. The mean (or average
value) takes each individual observation into account, but the median was also
calculated because high or low outliers can make the mean unrepresentative of most
of the data [127]. Dissimilar mean and median values would indicate that the data
was not normally distributed [127] and that a non-parametric test comparing median
rather than mean values would, therefore, be more appropriate to consider whether
there was a significant association. The two-sample t-test was used to test the null
hypothesis that the mean value of the variable under investigation was the same
among people who had and had not used a self-test: if the p-value was below the
cut-off set for significance (see section 3.6.9.4.4), it was very unlikely that the mean
values were the same in the two groups and the null hypothesis was rejected [128].
The Wilcoxon rank sum test was used to test the hypothesis that the median value of
the variable under investigation was the same among people who had and had not
used a self-test: if the p-value was below the cut-off set for significance (see section
3.6.9.4.4), it was very unlikely that the median values were the same in the two
groups and the null hypothesis was rejected [129]. All analyses were carried out

using Stata (release 11) [126].

3.6.9.4.4 Correction for multiple comparisons

A type | error occurs when a null hypothesis that is true is incorrectly rejected [130].

For a null hypothesis that is true, when the cut-off for a significant result is set as
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0.05, the probability of coming to a not significant, that is correct, conclusion is 0.95
and the probability of coming to a significant, that is incorrect, conclusion is 1-
0.95=0.05 [131]. Incorrect conclusions, however, become more likely as more
hypotheses are tested. When 20 independent true null hypotheses are tested, the
probability that none will be significant is 0.952°=0.36, giving a probability of 1-
0.36=0.64 of getting at least one significant result even though the null hypothesis is
true in all 20 instances [121]. The probability of making one or more type | errors in a

set (or family) of tests is called the family-wise type | error rate [132].

The Bonferroni correction allows for the increased probability of type | errors when a
family of significance tests are being conducted by holding the family-wise error rate
to a preselected value [133, 134]. If c is the number of comparisons in the family,
Bonferroni states that, in order to hold the overall family-wise type | error rate to the
nominated significance cut-off of a, each separate test will only be declared

significant if the p-value is less than a divided by ¢ [132, 134].

The conventional value of 0.05 was chosen for the significance cut-off [122], but the
family of tests to which the Bonferroni correction should be applied also needed to be
defined before it could be used [132]. It is generally accepted that unrelated
hypotheses, for example in terms of content, should be treated separately, that is
placed in different families [132]. Based on these considerations, it was decided that
a family would be defined as those explanatory variables that arose from each

section of the questionnaire, for example background information. The rationale for
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this was that variables within each section are related, whereas those from different

sections concern separate behaviours, views or experiences.

A type Il error occurs when a null hypothesis that is false is incorrectly accepted, that
is a significant result is incorrectly deemed to be non-significant [130]. It has also
been recommended that the decision about what constitutes a family should be
based, at least in part, on the relative importance of type | versus type Il errors [132].
This is because the correction depends upon the size of the family: the family-wise
error rate is held at the nominated significance cut-off (a), but more tests mean that a
is divided by a larger number and, therefore, that the significance cut-off for individual
tests is lower. This lowering of the cut-off for a significant result for individual tests
reduces the risk of type | errors but increases the likelihood of type Il errors. It has
been suggested that higher cut-offs for p-values to reduce the risk of type Il errors
may be appropriate in discovery-oriented studies where it is important not to miss a
truly significant result [135]. Given that this was the nature of this study, grouping the
variables in sections seemed appropriate. This is because it created a balance
between reducing the risk of type | errors, by still applying a correction for multiple
comparisons, but minimising the chance of type Il errors, by applying a limit on the
size of the family to which the correction would be applied and, therefore, the number

by which a would be divided to calculate the significance cut-off for individual tests.
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3.6.9.5  Multivariable analysis

A forward stepwise multiple logistic regression analysis was then used to identify
those variables that together best predict self-test use [136]. This involves initially
fitting an “empty” model [137, 138]. The most significant excluded term, based on the
level specified, is then added and the step is repeated. The model then removes the
least significant included term if it has become non-significant based on the level
specified. These steps are repeated until neither is possible. Stepwise procedures
are considered useful in studies where the outcome being studied is relatively new
and the important covariates may not be known as a stepwise selection procedure
can provide a fast and effective way to screen a large number of variables [139].
Stepwise procedures tend to give an over-optimistic impression, for example the p-
values will be too small, and it has been suggested, therefore, that it is advisable to
use a higher p-value than usual [140]. The p-values specified for inclusion and

exclusion were, therefore, 0.1 and 0.2 respectively.

Initially, a forward stepwise multiple logistic regression analysis was carried out with
all of the explanatory variables. It is considered important to distinguish between
models that are aiming to be explanatory and predictive [141]. In the former situation,
where the goal is to correctly characterise the relationship of each explanatory
variable to the outcome variable, deciding on the correct variables to include in the
analysis and their format is considered essential. For the predictive model, as in this
situation, achieving a model that is accurate and performs well is considered to be

more important than the number of variables entered into the model.

80



For comparison, forward stepwise multiple logistic regression analyses were carried
out with the explanatory variables from each section of the in-depth questionnaire, for
example background information (as shown in table 2). A further analysis was then
conducted with the variables that were included in the final models arising from each
of these analyses. It was felt that this would test the robustness of the analysis
including all variables without selection and may give a model that included important
factors from a fuller range of areas. All analyses were done using SPSS (release 17)

[142] and checked using Stata (release 11) [126].

Various tests were used to assess the resulting models. The likelihood ratio chi? test
was used to test the null hypothesis that the final model and a model with the
constant only were the same [143, 144]: a low p-value (p<0.05) indicates that the null
hypothesis should be rejected and that the final model is a significant improvement
on a model with the constant only. The Hosmer Lemeshow test was used to assess
the goodness of fit of the final model [145]. Respondents are placed in ten groups
and the number of expected and observed self-tests users and non-users in each
group are compared. The null hypothesis is that the observed and model-generated
numbers of users are not significantly different: a high p-value (p>0.05) indicates that
the null hypothesis should not be rejected, that is that the model-generated numbers
of users in each group are not significantly different from the observed numbers.
Finally, R? statistics (Cox & Snell and Nagelkerke) were used to assess the effect
size, that is how useful the explanatory variables are in predicting the response

variables [145]. Values closer to one indicate that the model is more useful. All these
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tests were performed in SPSS (release 17) [142] except the likelihood ratio chi? test,

which was available from Stata (release 11) [126].

3.6.10 Summary of this section

Information from the interviews and systematic literature review was used to design
an in-depth questionnaire to obtain details of self-test use reported on the initial
questionnaire and information on factors that may be associated with use. This
section reviewed the process for designing the questionnaire. The pilot and the
changes made as a result were then outlined. The study population was described
and the process for sending out questionnaires was summarised. The methods used
to enter data and check data entry were described. Methods used for analysing data
were divided into those used to refine the prevalence of self-test use, that is
calculation of crude and age-standardised prevalence with 95% Cls, and those used
to determine factors associated with use. For factors associated with use, the
outcome variable, whether someone had actually used a self-test, and the
explanatory variables were described. The analysis was then broken down into a
descriptive analysis of explanatory variables among respondents, a univariate
analysis to explore the association between the outcome and each explanatory
variable, and multivariable forward stepwise regression analyses to determine the
explanatory variables that best predict self-test use. The final section in this chapter

summarises the methods chapter.
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3.7 Summary of this chapter

In this chapter, the methods used for this study were fully described. Initially, the
systematic search for self-tests available to buy via the internet was outlined. This
informed the design of an initial questionnaire about whether people had used self-
tests, and the methods used to undertake a population-based survey of adults using
this questionnaire were described. The entry and analysis of data from these
questionnaires were explained, leading to an initial assessment of the prevalence of
self-test use. A sample of respondents who had used self-tests were then
interviewed about their views and experiences, and methods used for this part of the
study were outlined. The systematic review for evidence for factors that may be
associated with the use of self-tests and, because of a lack of evidence about self-
tests, similar activities was also described. This generated a list of factors that may
be associated with self-test use. The processes of developing an in-depth
questionnaire from this information and then sending this questionnaire to willing
respondents to the initial questionnaire who had and had not reported self-test use
were reviewed. Methods used to enter and analyse data from these questionnaires
were outlined, leading to a more accurate estimation of the prevalence of self-test
use and the determination of factors that together best predicted confirmed use. The

next chapter details the results from each of these components.
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4 RESULTS

4.1 Overview of results

This chapter presents the results of the various components of the study. The first
section outlines the results of the systematic internet search for self-tests that were
available to buy by UK adults. The second section describes the results of interviews
with a sample of people who reported self-test use on the initial questionnaire. This
part of the study was designed to describe people’s experiences of self-test use and
generate a list of factors that may predict use. The third section describes the results
of the systematic search for evidence for factors that may be associated with self-test
use, which added to the list of potential factors generated from the interviews. The
fourth section brings the information from the interviews and systematic literature
review together to inform the design of an in-depth questionnaire to describe self-test
use and factors that may be associated with use. The penultimate section presents
the prevalence of self-test use. The first part of this section details the results of the
initial assessment of prevalence arising from the initial questionnaire. In the second
part, the prevalence estimates are refined following confirmation or non-confirmation
of self-test use with the in-depth questionnaire. The final section of the chapter then
goes on to consider factors that predict self-test use using data derived from the in-
depth questionnaire. Appendices 2 to 8 are the flowcharts for the different

components of the study, which will be referred to throughout this chapter.
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4.2 Range of self-tests available to buy in the United Kingdom

421 Overview of this section

This section details the results of the systematic internet search, which aimed to
identify self-tests that were available to buy by adults in the UK in 2006. In April 2006,
popular search engines (see section 3.2.2) were searched for eligible websites (see
section 3.2.3 for eligibility criteria). Eligible websites were then searched in April and
May 2006 for self-tests that could be sold to members of the UK public without
involving a health professional, that detected a disease or condition that may need
treatment or a risk factor for such diseases or conditions, and that required the user
to take a sample and either process it themselves or send it to a laboratory with
results returned directly to them. Details of eligible tests were then collected. The
results of the systematic internet search have been published in a peer-reviewed

journal and this paper is reproduced in appendix 9 [48].

4.2.2 Eligible websites

There were 277 unique websites returned by the search engines. Directories of
websites, websites that were obviously not relevant, for example because they did
not relate to healthcare, and websites that obviously met the exclusion criteria were
immediately rejected. This left 42 websites that appeared relevant and that were,
therefore, visited to determine if they should be included: 28 of them met the
inclusion criteria and were not excluded (table 3). There were also 33 unique
sponsored links returned by the search engines: five appeared relevant and all of

them met the inclusion criteria and were not excluded (table 4).
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Table 3: Numbers of websites returned by different search strategies during the systematic internet search [a].

www.yahoo.co.uk www.yahoo.com www.google.co.uk www.ask.co.uk WWW.MmsN.co.uk Total
Unique Rel Inc |Unique Rel Inc |Unique Rel Inc |Unique Rel Inc |Unique Rel Inc |Unique Rel Inc
Selftest | 20 0 0 20 0 0 20 0 0 17 0 0 17 1 1 61 1 1
Self diagnosis | 18 1 1 18 0 0 18 0 0 17 0 0 19 1 1 65 1 1
Home test | 20 10 5 20 11 6 18 5 2 20 10 7 16 9 8 63 27 19
Home diagnosis | 17 0 0 17 0 0 14 0 0 16 1 0 16 0 0 55 1 0
Self test
ORSelfdiagnosis | 43 g 5 | 19§ 2 |19 1 0 |20 5 3 |17 9 6 |74 22 14
OR Home test
OR Home diagnosis
Total | 86 14 8 87 13 6 70 5 2 83 12 8 82 20 16 277 42 28

[a] The table shows the number of unique, apparently relevant (Rel) and included (Inc) websites returned by different search engines searched with

different search terms. Descriptions of the first 20 websites returned from each search were read. Directories of websites, websites that were obviously

not relevant, for example because they did not relate to healthcare, and websites that obviously met the exclusion criteria were immediately rejected.
The remaining apparently relevant (Rel) websites were visited to determine if they should be included (Inc).
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Table 4: Numbers of sponsored links returned by different search strategies during the systematic internet search [a].

www.yahoo.co.uk www.yahoo.com www.google.co.uk www.ask.co.uk WWW.MmsN.co.uk Total
Unique Rel Inc |Unique Rel Inc |Unique Rel Inc |Unique Rel Inc |Unique Rel Inc |Unique Rel Inc

Self test 4 2 2 1 1 1 2 0 0 5 1 1 1 1 1 9 3 3

Self diagnosis 0 0 0 0 0 0 6 0 0 6 0 0 0 0 0 8 0 0

Home test 3 2 2 2 1 1 10 2 2 10 1 1 4 2 2 15 2 2

Home diagnosis 0 0 0 0 0 0 4 1 1 6 1 1 0 0 0 6 1 1
Self test
OR Self diagnosis

OR Home test 2 0 0 1 0 0 9 2 2 7 1 1 0 0 0 13 2 2
OR Home diagnosis

Total 7 3 3 3 1 1 18 3 3 20 2 2 4 2 2 33 5 5

[a] The table shows the number of unique, apparently relevant (Rel) and included (Inc) sponsored links returned by different search engines searched
with different search terms. Descriptions of sponsored links on the pages with the first 20 websites returned by each search were read. Directories of
websites, websites that were obviously not relevant, for example because they did not relate to healthcare, and websites that obviously met the

exclusion criteria were immediately rejected. The remaining apparently relevant (Rel) links were visited to determine if the websites should be included

(Inc).
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The search term “Home test” generated the most apparently relevant and included
websites (27 relevant and 19 included out of 63 unique websites) (table 3), but the
term “Self test” generated the most apparently relevant and included sponsored links
(3 relevant and 3 included out of 9 unique sponsored links). The MSN search engine
returned the most apparently relevant and included websites (20 relevant and 16
included out of 82 unique websites) (table 3), whereas Yahoo UK and Google
returned the most apparently relevant and included sponsored links (3 relevant and 3

included for both out of 7 and 18 unique sponsored websites respectively).

Overall, including websites and sponsored links returned by search engines, the
systematic internet search identified 306 unique websites, 46 of which appeared
relevant. Fourteen websites were excluded (table 5): three only gave descriptions of
products, it was not possible to order tests from the UK from seven of them, three
required physician approval or detailed medical information, and one was simply not
available. The 32 websites that met the inclusion criteria (table 6) were run by 19
retailers: nine were based in the UK, seven in the USA, one in The Netherlands, one

in Taiwan, and one did not state where they were based.
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Table 5: Apparently relevant websites that were then excluded during the systematic

internet search.

Website Excluded Reason
www.personal-screening.com Excluded Description of products only
www.promolife.com Excluded Description of products only
www.vielle.co.uk Excluded Description of products only
www.athometests.com Excluded Not able to order tests from the UK
www.healthgoods.com Excluded Not able to order tests from the UK
www.homeaccess.ashastd.org Excluded Not able to order tests from the UK
www.homeaccess.com Excluded Not able to order tests from the UK

www.home-hepatitis-test-access.com Excluded Not able to order tests from the UK

www.hometestmed.com Excluded Not able to order tests from the UK
www.testcountry.com Excluded Not able to order tests from the UK
www.hiv-home-test.net Excluded Requires medical information
www.home-thyroid-tsh-test.com Excluded Requires physician approval
www.psa4-prostate-cancer-test.com Excluded Requires physician approval
www.gwaymedical.com Excluded Website not available
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Table 6: Included websites identified during the systematic internet search.

Website Retailer Based in
www.accessdiagnostics.co.uk
www.drugtest.freeserve.co.uk Access Diagnostic Tests UK UK
www.homescreen.co.uk
www.valuemed.co.uk
www.ezdetect.com Biomerica Inc USA
www.craigmedical.com Craig Medical Distribution Inc USA
www.ddrthom.com DrThom UK
www. hiv-glucose-testyourself.com Hanson Meditech Not stated
www.homedrug-test.com i

] Home Health Testing USA
www.homehealthtesting.com
m:::Z::é;“eecl‘;‘;if’j:r:ESt'COm HormoneCheck.com USA
www.livingaidsonline.co.uk Livingaidsonline UK
www.med-direct.com Med-Direct International UK
www.meditests.com Medimpex United Inc USA

www.mirates.co.uk

www.allmedicaltests.com

www.drug-test.jumora.net

www.pharmacy2u.co.uk

www.preventx.co.uk

www.selfdiagnosis.co.uk
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423 Eligible self-tests

Details of 167 self-tests were collected (table 7), but some self-tests were sold by
more than one retailer and there were 104 unique tests. These tests relate to 24
named conditions, including cancers (e.g. tests for faecal occult blood and prostate
specific antigen), chronic conditions (e.g. tests related to diabetes and cardiovascular
disease), acute infections (e.g. tests for urinary and sexually transmitted infections),
and serious chronic infections (e.g. tests for HIV-infection). Self-tests related to male
and female infertility and allergies were also available. Some self-tests were for more

than one condition, for example chlamydia and gonorrhoea.

The self-tests required a variety of samples, most commonly blood, stool, urine,
vaginal or cervical discharge or secretions, and semen (table 7). A finger prick blood
sample obtained with a lancet was used for tests for allergy, anaemia, cardiovascular
disease, diabetes, glandular fever, HIV-infection, prostate disorders and stomach
disorders. Tests for bowel disorders required stool samples obtained by placing a
pad in the toilet, by wiping, or with a stick. Urine samples were used for tests for
chlamydia, gonorrhoea, diabetes, kidney and urinary tract disorders including
infection, the menopause, osteoporosis, reduced fertility, and multiple conditions.
Swabs, tampons, gloves and panty liners were used to obtain samples from the
vagina or cervix for amniotic fluid, bacterial vaginosis, chlamydia, group B
streptococcus, human papillomavirus, and gonorrhoea. Semen was used to test for
reduced fertility. Samples were processed at home with results available in minutes

or sent to laboratories with results returned by email or post after several days.
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Prices per self-test and condition, including postage or shipping where this was

available, ranged from less than one pound for a variety of urine tests or a test for

vaginal infection, to £76 for a test for human papillomavirus (table 7). Over 80%

(n=86) of the 104 unique self-tests had a maximum price of less than £30.

Table 7: Self-tests identified during the systematic internet search.

Condition

Cost per test

described as Sample Test described Where | or condition Number of:
being related required as detecting processed . Tests Unique
to the test Min  Max | qentified tests
Blood obtained |, Home | £10 £12 | 13 6
with lancet
Allergy
Blood obtained |, Lab £15 £31 | 6 3
with lancet
Amniofic Obtained with | » 1y niotic fluid Home | £4 £6 | 2 1
fluid leak panty liner
Anaemia BI.OOd obtained Haemoglobin Home £11  £24 5 1
with lancet
Baqtena_l Vaginal swab pH/alkali amines Home £5 £9 1 1
vaginosis
Stool obtained | g Home | £1 £15| 6 2
with pad in toilet
Stool not Blood Home | £6  £6 1 1
Bowel otherwise stated
disorders S )
Sto0 optained | giooq Home | £3 £3 1 1
y wiping
Stool obtained | g Home | £5 £16 4 3

with stick
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Condition Cost per test .
described as Sample Test described Where | or condition Number of:
being related required as detecting processed| Tests  Unique

to the test Min  Max |ijentified tests

Blood obtained | Triglycerides/total,
with lancet HDL, LDL cholesterol Lab E17  £26 1 1
Bl_ood obtained | Total, HDL Home £13  £23 7 3
Cardiovascular | With lancet cholesterol
disease ]
BI.OOd obtained Total cholesterol Home £3 £15 16 9
with lancet
BI.OOd obtained Homocysteine Lab £75 £75 1 1
with lancet
Cervical swab | Chiamydia-specific Home £15 £18 4 1
enzyme
) Cervical swab/ | Chlamydia-specific Home/
Chlamydia urine enzyme/not stated lab £26  £26 1 1
Urine Chlamydia Lab £42 £61 4 2
Urine Not stated Lab £40 £40 1 1
_ . Chlamydia/
Chlamydia/ Urine gonorrhoea Lab £30 £38 2 1
gonorrhoea
Urine Not stated Lab £33 £36 2 1
Chlamydia/ Urine/vaginal Chlamydia/group B Lab £29  £99 1 1
group B strep and anal swabs | strep
BI.OOd obtained Glucose Home £3 £9 5 3
with lancet
Diabetes i
BI.OOd obtained Ketones Home £2 £2 1 1
with lancet
Urine Glucose Home <£1 £9 6 5
Glandular Blood obtained | » i dies Home | £8  £8 1 1
fever with lancet
Gonorrhoea Urine Gonorrhoea Lab £42 £61 4 2
HiV-infection | B100d obtained | »n e ies Home | £9 £11 3 2
with lancet
HPV Obtained with | oy, Lab £76 £76 | 1 1
tampon
HPV/chiamydia | OOPINedWIN 1 ypychiamydia Lab £45 £45 | 1 1
ampon
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Condition Cost per test .
described as Sample Test described Where | or condition Number of:
being related required as detecting processed| Tests  Unique

to the test Min  Max |ijentified tests

HPV/chlamydia O_btalned HPV/chlamydia/ Lab £38  £38 1 1
/gonorrhoea with tampon gonorrhoea
Influenza N_asal Influenza virus Home £14 £21 1 1
discharge swab
Kidney/urinary ;o Protein Home | <€1 <€1 | 1 1
tract disorders
Kidney Urine Albumin Home £14 £14 1 1
disorders
Urine Albumin Lab £11  £11 1 1
Menopause Urine FSH Home £2  £14 14 11
Urine Ketones Home <£1 <£1 1 1
Not stated
Urine or saliva pH Home <£1 <£1 1 1
Osteoporosis Urine Marker Lab £43 £49 2 2
Blood obtained | pg Home | £2 £17 | 5 4
disorders .
Blood obtained | pg Lab £15 £28 | 1 1
with lancet
Semen Sperm quality Home £8 £32 1 2
Reduced ) .
fertility Semen/urine Sperm quality/FSH Home £8  £8 1 1
Urine FSH Home £2  £15 5 2
Stomach Blood obtained .
disorders with lancet Exposure to h. pylori | Home £10 £14 2 1
Thrush Not stated Not stated Home £12 £13 1 1
urinary ract | jrine Blood Home | <€1 <€1 | 1 1
disorders
UTI Urine Multiple parameters | Home £4 £4 1 1
_ Obtained with |, Home | £6 £15 | 3 1
infection )
Obtained oH Home | <€1 <£1 1 1
with glove

Table continued on next page
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Condition Cost per test

described as Sample Test described Where | or condition Number of:
being related required as detecting processed| Tests Unique
to the test Min — Max |identified tests
Multiple Urine Multiple parameters | Home <€1 £6 11 11
disorders

Total 167 104

4.2.4 Summary of this section

This section presented the results of the internet search, which aimed to
systematically identify self-tests that were available to buy by the UK public in 2006.
This part of the study has demonstrated that a wide range of self-tests were
available, many at a reasonable price. The search identified 104 unique self-tests
related to 24 named conditions, including cancers, chronic conditions and infections.
These self-tests required a variety of samples, including blood obtained using a
lancet. The samples were processed at home with results available in minutes or
sent to a laboratory with results returned to the individual by email or post. Prices per

self-test and condition range from less than one pound to £76.

The initial questionnaire sent to people registered with general practices asked if they
had ever used any of a list of self-tests informed by the internet search. The
assessment of the prevalence of self-test use from the initial questionnaire is
presented later in this chapter in section 4.6.2, alongside the refined estimate based
on confirmation of use using the in-depth questionnaire. The next section describes
the results of the interview survey, designed to gain a better understanding of self-

test use and contribute to a list of factors that may be associated with use.
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4.3 Interview survey

4.3.1 Overview of this section

This section details the results of interviews with 23 people who responded to the
initial questionnaire saying that they had used self-tests. The objectives of these
interviews were to gain a greater understanding of self-testing, for example how tests
were accessed and what prompted people to use them, and to contribute to a list of
factors that may be associated with self-test use. The published paper for this part of

the study is included in appendix 16 [89].

Initial questionnaires sent to people registered with the first two general practices
asked whether they were willing to be recontacted about taking part in an interview.
This section describes the response rate among this group, the numbers and
proportions of respondents who reported self-test use and who were willing to be
contacted, reasons for excluding people and the number of people who were
excluded, and the resulting potential number of interviewees. Responses to invites to

interview are then detailed, leading to the final 23 interviewees.

Feedback from interviewees about summaries of interviews sent to them is reviewed
to assist in the interpretation of the results. The interviewees themselves are then
described, before their interpretation of the definition of self-testing from the initial
questionnaire and their actual use of self-tests, as described during the interviews,

are described. The emerging findings of the interviews are then outlined.
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4.3.2 Study population

Questionnaires were received from 1592 (68%) people registered with the first two
general practices and 1490 (64%) were completed (see flowcharts in appendices 2
and 3). Twenty two people had given a different sex and/or age than the general
practice record (greater than +/- two years). As they did not appear to be the
intended recipient, these people were excluded, leaving 1468 eligible respondents
(see flowchart in appendix 3). Excluding pregnancy tests and tests for high BP, 188
people (13%) reported using a self-test and 114 (60%) of them were willing to be
contacted about talking to a researcher (see flowchart in appendix 5). One
questionnaire was received after the invitations to interview had been mailed and 10
people were excluded (see flowchart in appendix 5): three marked “other” self-test
but did not specify a test, three added free text that contradicted their willingness to
be contacted, three gave ages on the initial questionnaire that were (up to two years)
different to the age provided by the practice, and one did not supply age or sex on
the initial questionnaire. This left 103 possible interviewees (see flowchart in

appendix 5).

In the first batch of invites sent out (see flowchart in appendix 6), 23 people were
mailed, 15 replies were received, nine people expressed willingness to be
interviewed, and seven interviews were conducted. One person was not interviewed
because they replied after the first round of interviews had ended. The other person
was not interviewed because the tests had been used at work and sufficient
interviews had taken place or been planned with people who had accessed tests in

this way. It became apparent after the second interview that, rather than buying self-

97



tests, people also borrowed devices or used them at work. As a result, potential
interviewees were asked how they had accessed tests before interviews were
arranged. This was to allow purposive sampling based on how self-tests were
accessed to ensure that sufficient people who had bought self-tests were

interviewed.

In the second batch of invites sent out (see flowchart in appendix 6), 53 people were
mailed, 33 replies were received, 25 people were willing to be contacted, and 17
appointments were made. Appointments were not made with four people who had
used tests at work or borrowed devices, one person who had not actually used a self-
test, one person who replied after the interviews had ended, and two people who did
not reply to messages left by telephone or email. One person cancelled the

appointment and 16 interviews were conducted.

4.3.3 Respondent validation

Twenty one of the 23 interviewees returned the respondent validation slip and all

agreed that the summary reflected what they had said.

4.3.4 Characteristics of interviewees

The 23 interviews involved at least one person from 18 of the 26 age-, sex- and test-
specific groups that were populated. The interviewees comprised five men and 18
women (table 8). Three women were aged 18-34 years, two men and seven women

were aged 35-49 years, and three men and eight women were aged 50-64 years.
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Twenty two people were white and one was Asian. Most of the interviewees (n=17)
described their health as good or fairly good. Most (n=17) were employed or self-

employed — one interviewee reported being both employed and self-employed.

Table 8: Characteristics of interviewees from their responses to the initial

questionnaire.

Male Female

Age

18-34 years -- 3
35-49 years 2 7
50-64 years 3 8
Total 5 18
Ethnic group

White 4 18
Asian 1 -
Total 5 18
Health status

Good 3 8
Fairly good -- 6
Not good 2 4
Total 5 18
Employment status

Employed 2 12
Self-employed 1 3
Part-time student -- 2
Retired 1 2
Looking after home/family 1 3
Long-term sick /disabled 2 2
Total [a] 7 24

[a] One female participant reported that she was both employed and self-employed.

99



43.5 Interpretation of self-testing

Interviewees consistently stated that they had understood the definition on the
qguestionnaire. Despite this, four interviewees had used one of the tests that they had
marked on the questionnaire with the involvement of a clinician and three others had
only marked tests on the questionnaire that they had used with a clinician’s

involvement.

4.3.6 Use of self-tests

Twenty interviewees had used tests without a clinician’s involvement (table 9).
Interviewees had accessed tests in a variety of ways: bought (n=12), borrowed (n=8),
done at pharmacies or other commercial locations (n=4), and done at work (n=4).
Buying a test was the most common way to access a test, and 12 of the 23
interviewees had bought at least one of seven different types of tests for home use.
The next most common way was borrowing a testing device. Eight of the 23
interviewees had used a friend’s or relative’s testing device, although the only tests
accessed in this way were blood or urine glucose tests. Only four interviewees had

done tests at work, but all of them had accessed at least two different tests.

Twelve interviewees had used only one type of test, five had used tests for two
different conditions, and three had used tests for three conditions. Four of the eight
interviewees who had done more than one type of test had accessed at least two
different tests at work, and five of them had borrowed a friend’s or relative’s testing

device to do a glucose test.
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Table 9: Self-tests used by interviewees and how they were accessed.

Identification number | 332 1260 165 673 1245 2280 1100 1868 1697 1698 1004 314 851 1334 365 1956 2121 1155 258 2292
Sex M F F ™M F F F F F F F F F M F F F F F F
Age 50- 50- 35- 35- 50- 35- 50- 35- 35- 50- 35- 18- 35- 35- 50- 50- 50- 35- 50- 18-
64 64 49 49 64 49 64 49 49 64 49 34 49 49 64 64 64 49 64 34
Allergies v v v
Cholesterol | v v v v v
Fertility v
Glucose | v v v v v v v v v v v v v v
Haemoglobin v v
Homocysteine v
Urine pH v
Urine infections v v v
Vaginal infections v'[a]
Bought device v v v v v v v v v v vV
for home use
Had _test done in other | v v v
setting e.g. pharmacy
reIative’LsJ?g;jtifr:iglsg\?ic(:)er v v v v v v v v
Did test at work v v v v

[a] One interviewee found it difficult to recall the exact details of her test use for vaginal infections, but this has been included in the analysis.
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4.3.7 Emerging themes

The findings from the interviews can be organised around two main themes (box 6),
which are described in the following sections. The first theme, called “Motivations for
self-testing”, describes the motivating factors that appear to have influenced
participants’ choices to use self-tests. These factors can be organised into four sub-
themes: (1a) diagnosis or speculation, (1b) perceived personal costs and benefits of
self-testing, (1c) general attitudes to and experiences of healthcare, and (1d) general
attitudes to health. The second theme, called “Experience of self-testing”, can be
organised into three sub-themes: participants accounts of how they came to access
tests ((2a) opportunistic awareness and access), how they found using them ((2b)
use and application), and the impact of the test ((2c) impact on life). Selected quotes
are presented for illustration. Interjections by the interviewer that merely signalled
continued interest and did not affect the interviewee’s train of thought and fillers, such

as “um”, have been removed to improve clarity.

Box 6: Themes and sub-themes emerging from interviews.

Themes Sub-themes

Diagnosis or speculation

o . Perceived personal benefits of self-testing
Motivations for self-testing . .
General attitudes to, and experiences of healthcare

General attitudes to health

Opportunistic access and awareness
Experience of self-testing | Use and application
Impact on life
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4.3.7.1 Motivations for self-testing
4.3.7.1.1 Diagnosis or speculation

Everyone who had used self-tests commented on their reasons for using them and
these were usually multiple and complex. Generally though, interviewees tended to
use self-testing either speculatively or for a specific diagnostic outcome. One
participant, for example, made the decision to self-test for food allergies to try and
diagnose the cause of her inability to maintain weight loss.
1698 — Female aged 50-64 years: Well I'd always been fairly slim, all through my twenties and
thirties and then | started to gain a lot in my forties. Didn't feel I'd changed my diet in any way. |

had thyroid tests. Still couldn’t, | could lose a couple of stone but it would go on again very quickly

so | suppose that was an avenue to think was | allergic to something or to find out.

Participants described a number of speculative reasons for self-testing: to routinely
check on their health, to check on a known risk, because they were curious, or for
reassurance. Regular health checks were seen as important by several participants
even though their perception was that their doctors were not keen on this type of
preventative care. They tended to see self-tests as a useful tool to enable them to
carry out these routine checks.

165 — Female aged 35-49 years: However, saying that, | do when | go to the doctors, and they

always look at me madly, but | ask them for a, just check my blood pressure. That's so I'm not a

hypochondriac, but | just think it's really good to know, you know, are things within the right scale.
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One participant, for example, described that he generally kept fit but had a stressful
job and that he used self-tests to keep a routine check on the state of his health.
673 — Male aged 35-49 years: And yeah cholesterol really because I'm fairly fit, | play rugby
every weekend, go training and try and keep fit in that sort of way, and it was just a case of
seeing, you know, am | going to clog up in 20 years time or not. And whether that'’s just a sole
factor | don't know, but | suppose you can just take it on in that way. My blood, | monitor my blood

pressure just because I'm involved in work and, you know, you have a hectic day and you just

make sure life is going along.

Another participant, knowing that she was at risk of cardiovascular disease because
of her family history of heart problems, decided to use a self-test to monitor the
health of her heart.
1004 — Female aged 35-49 years: And the heart one was because my mum nearly died from a
heart attack and she had, you know thank god she survived and everything, but she had a

horrendous time, so | thought oh I'll check that because they say again that heart conditions can

be hereditary.

Other kinds of speculative testing were undertaken by participants, who talked about
being curious, for example about their cholesterol level, or wanting to reassure
themselves that there were well, that is that they did not need to worry about a
particular issue any longer and could return to their usual life.

165 — Female aged 35-49 years: | hadn’t got a complaint that required that | needed to go and

check it out, but it was available and | thought that's something I'd really like to know.

258 — Female aged 50-64 years: You know you think well there’s no problem there so you get

on with life and whatever the problem you think you might have had you know you just forget it.
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4.3.7.1.2 Perceived personal benefits of self-testing

Having decided to self-test for a specific reason, participants generally described
weighing up benefits and costs in a relatively superficial manner. When weighed
against benefits, costs tended to be referred to in monetary terms with only minor
consideration given to any practical or emotional burdens of carrying out or
accessing the test. One participant, for example, described monetary cost as a
possible barrier to self-testing even though testing was thought to be beneficial.
851 — Female aged 35-49 years: | mean it's probably worth having it done if you've got a
problem in that direction and you think it's, you know | would, | would pay to have that done if |

thought that was, you know, a good idea, but it is expensive and that's the trouble with a lot of

these tests, they do cost money.

Although interviewees did not tend to think about the practical or emotional burdens
of carrying out a test without conventional support when weighing up costs and
benefits, they did recognise that there were drawbacks. These tended to be divided
into the emotional aspect of anxiety or the practical implications of false results. One
interviewee, for example, described how “panic” could result from imagining the
potentially catastrophic outcomes of a high result, whereas another, more practically,
described how false reassurance could result when a person’s symptoms were
actually due to another condition.

1956 — Female aged 50-64 years: You know and then they’re getting a high result and putting

themself into a panic because | think a lot of people, they’re no doing it properly, a high result,

and then it'd be oh yeah, I'm ready to kick the bucket.
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2292 — Female aged 18-34 years: That would be the main thing in the patient’s mind that gosh
this could be cancer and if it comes out negative that they’d never actually go to their GP and

follow through with those signs and symptoms of what it could be.

On the other hand, a range of perceived benefits were described, which tended to be
weighed against the monetary cost. The reported benefits were predominantly about
being in control of one’s own health, being anonymous, and the convenience of self-
testing contrasted with the practical difficulties of visiting the doctor. One participant,
for example, described how using self-tests empowered her to be in control of her
own health, rather than having to relinquish control over to her doctor.

1260 — Female aged 50-64 years: | think it puts you more in control because you're thinking well

I’m making this decision to go and buy this and I'm looking at this and testing for myself and |

think that I'm then in control rather than sort of abdicating it over to your doctor again, you know.

Anonymity was another key benefit described by some participants. They contrasted
this with the potentially embarrassing interaction with a doctor that would be needed
for certain symptoms or illnesses and the possibility of disclosure of confidential
personal information.

1697 — Female aged 35-49 years: There’s two elements involved because there’s the, if you

like, the embarrassment factor of well, you know, that's a part, | don’t mind talking to the doctor

about my nose, but I'm not so keen to talk to him about what | do on the toilet.
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One person described the possibility of disclosure not just in terms of the doctor but

also the reception staff and other patients

1021 — Male aged 50-64 years: | might understand a lot of people want to do a few things, just
out of pure confidentiality. To go to a doctor’s and | don't think it's that confidential because you
walk in and you’re in a great big reception space. Half your neighbours could be there. A lot of

the receptionists aren’t as discreet as they could be.

Some interviewees felt that self-tests could avoid some of the practical difficulties of
visiting the doctor. One person, for example, described how self-tests could help

reduce delays because of the difficulty of finding a suitable appointment.

1697 — Female aged 35-49 years: It might be hard to fit that in around the times that are
available and the times that you're available so that's a delay. There’s then the time involved in
actually getting something tested and whether that’'s something the doctor does and sends off or
whether you go down a hospital and do it, and it's not huge delays but if you can compare that to
a pregnancy test is a good example, you know you can just go and buy it and do it there and then

and five minutes later you've got your answer.

Another participant had similar feelings but described practical benefits in terms of
avoiding the need to find a parking space. It was not always easy to simply drop into
the surgery and it would, therefore, be much easier to do the test at home.
2280 — Female aged 35-49 years: Well yes because then, because usually they'd say oh well
we want to do a test, bring a sample in tomorrow so that we can test it. Well it'd save you a
journey then if you've done it already. You know, you can do it at home and say well this is what

the results were. So that would be a good way. Because it's always parking as well at doctors,

you can never get parked, so that's another good reason.
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This perceived benefit of avoiding the difficulties of a visit to the doctor tended to be
discussed amid a general belief that self-testing was more convenient, for example
quick in terms of the time taken to buy and do the test, and uncomplicated.

2292 — Female aged 18-34 years: | think probably convenience of it, sort of simple, quick,

effective, gives you a definitive result, all impacts on that, and if you get a definitive result that

says yes or no you've got this and it's simple and it's quick.

1004 — Female aged 35-49 years: | just feel with the diabetes one, it never costed me any

money so | don't feel so foolish, and | just think it's easy and convenient to do.

One participant, for example, compared the convenience of self-tests to the
convenience of internet banking or cashpoints.
673 — Male aged 35-49 years: No, but the thing is | can do the cholesterol five minutes at home.
Going to the doctor, I'm going to sit there for 40 minutes or so. I'm going to have to take time out

at some stage and it's just inconvenience really. It's like going to a bank. | don’t go to a bank

anymore, | go to a cashpoint, or | do it on the internet or | do it over the phone, you know.

4.3.7.1.3 General attitudes to, and experiences of healthcare

Many of the perceived benefits described by interviewees were likely to be significant
positive motivating factors to engage in self-testing, but some participants described
what were likely to more negative motivating factors related to their attitudes to and
experiences of healthcare. Some people were simply dissatisfied with the care
provided to them in the past. One participant, for example, described how she felt

that her doctor had trivialised her concerns.
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1697 — Female aged 35-49 years: But | think you have it quite often. | mean | think | can give
you another, | can think back to a time when | was having problems with, after I'd had my second
child having problems with taking the pill, triggering really bad PMT and having the doctor sit
there telling me that that was all in my head as well, you know, and thinking OK well I'll just sort

myself out, shall 1?

Many participants also felt that GPs were very busy and health services were under

considerable pressure leading to less than ideal care. Participants tended to feel that
their problems were not being listened to and that they were being hurried along, for
example by the doctor restricting them to one problem per consultation or writing a

prescription before they had finished speaking.

851 — Female aged 35-49 years: | have found just recently in the last couple of years probably
that the doctors themselves seem to be under a lot of pressure, and | don't, they don’t seem to
give you the time that you need. I'll give you one example. | went to see a doctor about a couple
of problems because | usually, if | go, | don't go very often, but when | do I've usually got a
shopping list, and she said to me | can only deal with one problem at one time, you'll have to
make another appointment and come back another day for the second problem, you know, and |
thought well that's not very helpful really because what happened then | thought oh | can’t be
bothered and I didn't go back, and because, you know, my life is very full, 'm very busy. | mean |
know health’s important, but I'll probably think oh well I'll look after that myself, you know, | won’t

bother them with it.

1956 — Female aged 50-64 years: The doctors are too busy and | think sometimes you go in

and they've got their prescription and they're writing and you haven't finished saying what was

the matter, but they’re writing out a prescription for you, you know.
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Another participant described how the pressure on health services meant that she
felt that she had to provide “ammunition” to justify a visit to her doctor.

2121 — Female aged 50-64 years: So it's almost like getting ammunition to go to the doctor

because they're very busy.

Other participants felt that the pressure on health services meant that they should
ration themselves, that is they should avoid bothering the doctor unnecessarily,
saving visits for what were likely to be severe problems and self-caring in other
situations.
1004 — Female aged 35-49 years: | suppose the only reason we do it is just because | think you
feel that the doctors are under that much pressure that you haven't got, you can’t go to see them
about every little thing that comes in your head, and it’s like if you go and you've got a cold and
they say, | mean you feel such a plonker when they say oh it's just a virus, just paracetamol, and

you come out thinking oh god, like you know, whereas if you come out and you’ve got antibiotics

you think oh god it was a good job | went to the doctors, like you know.

1868 — Female aged 35-49 years: Yes, but | think if people were encouraged more to help
themselves then it would take a lot of the pressure off the GPs and the casualties, and it is out

there. You've only got to ask.

More generally, participants tended to see the GP’s time as valuable and self-tests
were viewed as a useful vehicle for avoiding bothering the doctor for what might be
trivial matters, thereby enabling the doctor to see more deserving cases.

1100 — Female aged 50-64 years: They can save a lot of time and probably a lot of money as

well so that, you know, people with more serious illnesses can be attended to rather than, you

know, something that might be nothing at all.
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365 — Female aged 50-64 years: And I'm just thinking of freeing the doctor up really. So |
suppose in a way these self-tests are a good thing because if you go and you think ooh I've got
this and it comes up that you've haven't then you've not wasted the doctor’s time but you, that

time could have been valuable for somebody else.

Following on from this, some participants were reluctant to ask their doctors for
routine checks because, apparently based on experience, they felt that, unless they
had symptoms or, at the very least, risk factors, their request would be declined.
Taking this further, some participants felt that their doctor would only be likely to be
interested in their concerns if they had “severe” symptoms.

2121 — Female aged 50-64 years: | think that there’s a reluctance to go to the GP, to go and say

| think I'd like to have my blood sugar checked as a matter of routine. Our GPs happen to be very

good, but past experience tends to say, well, why are you worrying, you've got no symptoms.

1260 — Female aged 50-64 years: And at our particular surgery, unless you've got a problem,
it's not an automatic thing to have done unless you've particularly got a high cholesterol or, you

know, blood pressure or heart condition or something.

1698 — Female aged 50-64 years: | think | felt the doctors would say, you know, just eat less
there’s nothing wrong with you. | didn'’t, | think unless you’ve got really severe symptoms from
food intolerance, you know I, problems with your bowel and that sort of thing, | wouldn’t have

thought they were that interested really.

In contrast to these potentially negative motivating factors, some interviewees simply
described taking an active role in their healthcare as their usual custom, which could
be seen as a more positive motivating factor in their decision to self-test. One person,

for example, described “self-referring” herself to a private practitioner for another
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problem and how this type of action often leads to a quicker resolution, and another
participant described how self-care, before visiting the doctor, was simply her habit,
learned over a number of years.
1698 — Female aged 50-64 years: I've just had a problem with my foot, real pain in my foot, went
to my GP who said it was arthritis, self-referred myself to a physio at the Nuffield where | go who
said it was soft tissue damage, eventually self-referred myself to a consultant because | had seen
him before, who said no no no you've got tendonitis, so he injected it. Doctor had said keep using

it for arthritis, consultant said rest it for two weeks. So in a way, | think somehow if you can help

yourself you might get to the root of it a little bit quicker.

165 — Female aged 35-49 years: You've learned it over the years and you'll think this feels quite
like, and I, more often than not, before | go to the doctor, I'll have tried, you know, whatever | can

possibly try.

4.3.7.1.4 General attitudes to health

For many participants, the decision to self-test was located within a broader narrative
about their generally positive attitude to health. Several people related self-testing to
the fact that taking care of one’s health was simply a fundamental responsibility. One
person, for example, described how she felt that her health should generally be her
responsibility and how self-testing empowered her to gain control over her health.
1260 — Female aged 50-64 years: Because primarily | think your health should be your concern

not your GP’s unless it's gone wrong really. And then by looking at these things it means you're

taking an interest in keeping yourself as healthy as you can really.
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Taking this responsibility further, a number of participants described that they felt that
they could positively influence their health, either by their behaviour or by taking
steps to ensure that they were diagnosed with any illness at an early stage.

165 — Female aged 35-49 years: | mean if | need to go to the doctor, | go to the doctor. I'm not

sort of so mad about it that | wouldn't take tablets obviously but prevention, you know prevention

is far better.

673 — Male aged 35-49 years: I'd like to know that my blood is right. I'd like to know that there’s
no illnesses in me in terms of, you know, the main killers really, you know. | mean you going to

die of something but if you can try and do something about it and react towards, that'd be great.

Several interviewees gave examples of the routine steps that they took to safeguard
or improve their health, for example watching their diet and taking exercise.
1334 — Male aged 35-49 years: Things | do, | watch what | eat, | try to eat more fruit and fibre,

and I'm, | don't eat many sort of puddings, sweets, things like that, and | take a fair bit of, as |

say, | run and | cycle as well.

Interviewees appeared knowledgeable about health and described getting
information about health-related issues from a range of sources, notably television,
radio, magazines, newspapers, books, DVDs, the internet, and family and friends.
One participant, for example, described how she used the internet to find out about
treatments for her thyroid condition and how she then approached a different set of
doctors on the basis of this, and another described how she derived support by

talking to a friend about her weight problem.
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1697 — Female aged 35-49 years: And after a little bit of internet research, because one of the
things that's happened is | couldn’t sleep, | found this particular treatment protocol, particular set
of doctors that deal with it, trot off to them, get this slightly different thyroid medication, and now

I'm fine, you know, and I've been fine for years.

1155 — Female aged 35-49 years: | talked to my friend because she’s like put loads of weight on
as well but hers is the fibromyalgia so, and we've always gone slimming together. We've always
done this together, pooh let's go and have a binge today, you know, that sort of thing, and I talk

to her about it and | still, we still talk about it now.

4.3.7.2  Experience of self-testing
4.3.7.2.1 Opportunistic awareness and access

Even though most participants were able to identify benefits of self-testing, many did
not actively seek out self-tests. They may have had pre-existing health problems or
an idea that they wanted a particular test, but, in many cases, this did not lead to
them actively searching for a test. Instead, many participants accessed tests
opportunistically because they were presented to them “on the shelf”, through
advertising, or by family and friends. One participant, for example, described simply
coming across the test he used while he was shopping.

673 — Male aged 35-49 years: Why cholesterol testing | don’t know to be honest. It was just an

available product on the shelf.

Another participant described how her opportunistic purchase of a self-test was

motivated by a pre-existing health concern but prompted by an advertisement.
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1697 — Female aged 35-49 years: Sitting in the chemist waiting to, for your prescription to turn
up, you know you read everything’s that’'s available because it’s, you're a bit bored. And saw it
there originally and probably had, it had been kind of latently in the back of my mind for some

time.

Other participants described finding out about self-tests from family and friends. For
some, they then simply went on to borrow the testing device from the informant.
365 — Female aged 50-64 years: Well, we'd seen him, we knew of it anyway, so we knew he

was testing it, himself with it. So | don’t think we went into a lot of conversation about it really. He

just happened to get the equipment out and we were just talking about it then.

Another person described how she decided to buy an allergy test after finding out

about her friend’s positive outcome from using the test.

1004 — Female aged 35-49 years: She’d put on weight, and she had this food test and she said
she couldn’t get over how much better she felt. She said | feel so well and everything. | thought

blooming hell I'm going to try that and see if | can lose some weight.

4.3.7.2.2 Use and application

Most participants who had used self-tests described the process and experience as
unproblematic: they found instructions easy to understand and tests easy to perform.
One participant, however, highlighted a concern that it was difficult to read the result

of a cholesterol test and how this led to uncertainty.
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165 — Female aged 35-49 years: You've got to have a little piece of paper and you're just
looking and you can't really see it and you think hmmm. And you always doubt because it's the
thing with cholesterol tests it has to be quite quick, and you think have | looked at it quick enough
or at the right time. You leave it so many minutes before you read it. You're always sort of slightly

doubting.

Although most participants had no problem with the idea of taking blood for self-tests,
some had found this difficult and thought that this might restrict their future use.
365 — Female aged 50-64 years: | let him do it because | couldn't, | couldn’t do that because |
know some tests, well that test | know you've got to, you know, and | was going, and he said well

come here and he did it. So | suppose going on from that some tests | probably would think oh no

| don't think | can do that if it means that you've got to.

4.3.7.2.3 Impact on life

Most participants spoke of the positive impact of having used self-tests. One, for
example, described how finding out she was allergic to milk was “revolutionary” and
that eliminating this from her diet had lead to significant improvements, and another
described the positive reaction that she received when she told her doctor about the
self-tests that she had used.
1697 — Female aged 35-49 years: Almonds | think might have been one of them that was sort of
slightly sensitive, but the one that really stood out was milk, and, | mean depressing though it

was, that was kind of pretty revolutionary because cutting milk out my diet has made a huge

difference.

2280 — Female aged 35-49 years: | just said oh by the way I've done this test for my sugar with

one of the sticks, and she said oh good, what result did you get, and she was very helpful.
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Not everyone had such a positive experience though: one participant described how

her hopes for a significant outcome from self-testing had been unfulfilled because

she was unable to access the aftercare and how this had tainted her experience.
1004 — Female aged 35-49 years: And | think as well if | had have spoken to the (company’s)
consultant I might have carried on with the food allergy thing, but | didn’t understand it and they

weren't, they haven’t contacted me back or anything, so I'm just knocked it on the head as a bad

thing.

Neither did all participants experience the empowerment and positive reinforcement
of sharing their experience of self-testing with their doctor. One participant, for
example, said that she would not mention a self-test because of embarrassment
about the cost, and another did not mention an allergy test because she thought that
her doctor would be sceptical about a test for this condition.
1004 — Female aged 35-49 years: | went on the internet and spent nearly three hundred pound
and it was just, | suppose | just feel a bit embarrassed | just dived in and like that and done it

because | was thinking oh, and you start thinking oh god, you know, perhaps | should get that

done, I've never heard of that before and that's better than cholesterol, and | thought oh I'll do it.

1697 — Female aged 35-49 years: It's not so much that they might feel, that they might think
badly of me having gone off and found this out myself as they might treat it with an element of
scepticism, and | think that’s different to say going in with a pregnancy test result or going in with

a chlamydia test result, you know, because they are what they are.
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4.3.7.3 Summary of findings from thematic analysis

The findings from the interviews were organised around two main themes, called
“Motivations for self-testing” and “Experience of self-testing”. The theme called
“Experience of self-testing” described participants’ accounts of using self-tests and
was divided into three sub-themes focused on how participants came to access self-
tests, how they found using them, and the impact on their life. Participants may have
had an existing health problem or an idea that they wanted a particular test, or they
may have known that self-tests were available and had an idea of the possible
benefits, but they did not tend to aggressively seek out self-tests. Instead, they
usually described coming across self-tests opportunistically. Participants then
generally found the tests easy to use and did not mind taking their own samples, for
example pinprick blood samples. Overall, participants tended to talk about the
positive impact of self-testing, from changes made as a result of a diagnosis or from

the experience of being able to discuss the test with their doctor.

The theme called “Motivations for self-testing” described the motivating factors
related to participants’ choices to use self-tests. The second objective of the
interviews was to generate a list of factors that might be associated with self-testing
for inclusion in the in-depth questionnaire, and participants’ choices appear to have
been influenced by a number of factors that were centred around four sub-themes
(box 7): (1a) diagnosis and speculation; (1b) perceived personal costs and benefits of
self-testing; (1c) general attitudes to, and experiences of healthcare; and (1d) general

attitudes to health.
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Box 7: Motivating factors related to participants’ choices to use self-tests.

Sub-themes

Motivating factors

Diagnosis or speculation

For a specific diagnostic outcome
Speculative self-testing:

» Routine check on health

= Check on a known risk

= Satisfy curiosity

= For reassurance

Perceived personal benefits of self-testing

Being in control of one’s health
Being anonymous

Convenience of self-testing contrasted with
the practical difficulties of visiting the doctor

General attitudes to, and experiences of
healthcare

Dissatisfied with past care

Health services under pressure:

* Less than ideal care

* Need evidence to justify visit to doctor

Avoid bothering the doctor unless really
necessary

Need symptoms or risk factors to be tested
by the doctor

Need severe symptoms to visit the doctor
Take an active role in healthcare:
= Advocates independent care

= Favours self-care

General attitudes to health

Responsible for health
Able to influence health
Take routine steps to improve health

Seek information about health
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The first sub-theme, called “Diagnosis or speculation”, described the reasons given
by participants for using self-tests. They tended to have self-tested either with the
aim of a obtaining a specific diagnostic outcome or on a more speculative basis, that
is to routinely check on their health, to check on a known risk, because they were

curious about what the test would show, or for reassurance that they were well.

The second sub-theme of the “Motivations for self-testing” theme, called “Perceived
personal benefits of self-testing”, detailed participants’ descriptions of their views
about the benefits of self-testing. Although they did recognise that there were
practical and emotional costs of self-testing without conventional medical support,
they tended to describe weighing benefits against monetary costs when talking about
the decision to use self-tests. The perceived benefits talked about were mainly being
able to be in control of one’s health, being able to be anonymous and thereby avoid
embarrassment or the disclosure of confidential information, and the convenience of

self-testing contrasted with the practical difficulties of visiting the doctor.

The third sub-theme of the “Motivations for self-testing” theme detailed participants’
general attitudes to and experiences of healthcare. Many benefits talked about by
interviewees were likely to be positive motivating factors for self-testing, but some
participants described what were likely to be negative motivators related to their
attitudes to and experiences of healthcare. Some participants were dissatisfied with
the care that they had received and many participants also felt that health services

were under pressure leading to hurried care and a need to provide evidence to justify
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a visit to the doctor. More generally, participants tended to believe that there was a
responsibility to avoid bothering the doctor unnecessarily. Some felt that, unless they
had symptoms or risk factors, requests for routine checks would be declined, and

some even felt that their doctor would only be interested in severe symptoms.

In contrast to this, however, some participants simply described a positive proactive
attitude to healthcare, such as seeking out independent care to quickly resolve a
problem or initially self-caring because that was simply their habit, and this attitude

could be postulated to extend to a proactive and positive choice to self-test.

Similar to this, the fourth sub-theme of the “Motivations for self-testing” theme
concerned the broader background of some participants’ generally positive attitude to
maintaining their health. They described a general belief that their health was their
responsibility. They believed that they could positively influence their own health and
gave examples of the routine steps that they took to safeguard or improve their
health. They appeared knowledgeable about health, obtaining information from a

variety of sources, and they used their knowledge to obtain a desired outcome.

Broadly speaking, factors generated by the interviews can be seen as positive or

negative motivators for choosing to self-test. Interviewees generally spoke about a
mix of positive and negative factors, but more extreme profiles were noticeable. At
one end, participants tended to have a positive attitude towards their health. They

liked to be in control of their health and self-testing enabled them to carry out a
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routine check on their health, for example their cholesterol level. They tended to have
more positive experiences of healthcare, and self-tests were simply preferable to
visiting the doctor because they were convenient or did not take up their doctor’s
valuable time. At the other end of the spectrum, participants self-tested to diagnose a
specific problem. They tended to want to avoid conventional services because they
had been dismissed repeatedly in the past or they felt that doctors would dismiss
what, to the medical profession, might be considered a minor problem. Box 8 gives

examples of these two extreme journeys.

4.3.8 Summary of this section

This section has detailed the results of interviews with 23 people who responded to
the initial questionnaire saying that they had used self-tests. The published paper for
this part of the study is included in appendix 16. The objectives were to gain a
greater understanding of self-testing, for example how tests are accessed and what
prompts people to use them, and to contribute to a list of factors that may be

associated with self-test use (see box 7 and section 4.5.11).

A minority of the interviewees had used the tests that they had marked as self-tests
on the initial questionnaire with the involvement of clinicians, highlighting the
opportunity of the in-depth questionnaire to confirm self-testing reported on the initial
questionnaire. Interviewees had also accessed tests in a variety of ways, rather than
simply buying a test, again highlighting the opportunity for investigating the details of

how self-tests were accessed using the in-depth questionnaire.
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Box 8: Contrasting motivations of two interviewees who had used self-tests.

50-64 year old female

This interviewee did a home cholesterol test. She wanted to check her cholesterol because
she thought that it was important to take care of her health. She felt that her GP might not do
the test because she didn’'t have a particular problem, but she also felt that her health should
be her concern and that doing a test at home puts you in control. Generally, she wished that
there was more preventative care, that is health professionals that you could see before

there was a problem.

She had not had any bad experiences with health services, although she felt that they were
busy. She thought that doing the test herself saved the doctor’s time, and she wouldn’t want

to bother the doctor with something that she could sort out on her own.

The test was easy to do. She didn’t change anything as the result was normal and she was
already quite careful about her diet. She would have been happy to tell her GP about the test
if the results had been high as she sees self-testing as complimentary to, rather than instead

of the doctor.

35-49 year old female

This interviewee did an allergy test. She read about it in a leaflet while at the chemists. She
had been having symptoms for years but decided to try this because they had got much
worse. She didn’t go to her GP for several reasons. She had seen the doctor about this in the
past and had an invasive investigation, but the problem had not been resolved. Her GP and
a specialist had been very dismissive of other problems. Furthermore, she thought that the
doctor would probably just say use over-the-counter medication, and a relative also had had

a bad experience of allergy testing at a hospital.

She bought the test after checking with a doctor doing her medical at work that there was a
rationale for such tests. She was sent the test, which involved pricking her finger, sucking the
blood up into tubes, and posting them back. The results were returned after a week or two.

One food stood out, and she felt better almost immediately after cutting it out.

She had not mentioned the test to her doctor. She did not think it was relevant as she had
her answer, but she also felt that the doctor might be sceptical and that it would be another

thing to mark her out as a neurotic woman.
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The findings of a thematic analysis were described. These were organised around
two main themes. The theme called “Experience of self-testing” described
participants’ accounts of using self-tests and was divided into three sub-themes
focused on how participants accessed self-tests, how they found using them, and the
impact on their life. Participants usually described coming across self-tests
opportunistically. They generally found the tests easy to use and talked about their
positive impact, either from changes made as a result of a diagnosis or from the

experience of being able to discuss the test with their doctor.

The theme called “Motivations for self-testing” described motivating factors related to
participants’ choices to use self-tests centred around four sub-themes. The first sub-
theme, called “Diagnosis or speculation”, described participants’ reasons for using
self-tests. They tended to self-test for a specific diagnostic outcome or more
speculatively, for example as a routine check. The second sub-theme detailed the
perceived personal benefits of self-testing, which were mainly being in control of
one’s health, being anonymous, and the convenience of self-testing versus the
practical difficulties of visiting the doctor. The third sub-theme focused on
participants’ general attitudes to and experiences of healthcare. Many of the benefits
described were likely to be positive motivating factors for self-testing, but some
participants described possible negative motivators related to their experiences of
healthcare, for example dissatisfaction with past care. The fourth sub-theme
concerned the broader background of some participants’ positive attitude to their
health, for example they believed that they could positively influence their health and

took routine steps to safeguard or improve their health.
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Broadly speaking, factors generated by the interviews can be seen as positive or
negative motivators for self-testing. Interviewees generally spoke about a mix of
positive and negative factors, but there were more extreme profiles. At one end,
participants had a positive attitude towards health and healthcare and self-testing
simply enabled them to carry out a routine check on their health, for example on their
cholesterol level. At the other end, participants wanted to avoid conventional services
because of their past experiences and they used self-tests to try and diagnose a

specific problem.

The next section outlines the results of the systematic review of the literature for

evidence for factors that may be associated with self-test use.
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4.4 Systematic review of evidence

441 Overview of this section

This section outlines the results of the systematic review of the literature for evidence
for factors that may be associated with the use of self-tests and, because of the lack
of evidence in this area, use of OTC medicine, private health care, CAM and home
BP monitors. The objective was to add to the list of factors that may be associated
with the use of self-tests for inclusion in the in-depth questionnaire. The published

paper for this part of the study is included in appendix 23 [100].

The methods for this part of the study are described fully in section 3.5. The review
was restricted to the UK and studies published in the 15 years before the main
searches were conducted (1993 to 2007). More recent searches of Medline were
conducted in July 2008 and February 2010, but this was restricted to papers about
self-testing to assist with interpreting the results of the study. A search strategy was
designed for each activity using relevant terms and then adapted for each database.
Geographical filters and filters to identify appropriate study design were additionally
used where many papers were returned and references of relevant papers were also
searched. Abstracts were initially reviewed against pre-specified inclusion and
exclusion criteria and, where it was unclear if the study was eligible based on the
abstract, the full paper was retrieved and assessed. Proformas were then used to

assess the quality of eligible studies before retrieving data using standard headings.
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This section sets out the number of potentially eligible papers that were identified for
each activity and by each bibliographic database. Exclusions are then described,
leaving 49 eligible papers that were identified in April 2007. The characteristics,
quality and findings of the eligible studies are then described for each activity under

consideration. Finally, the findings for each different activity are drawn together.

4.4.2 Numbers of papers identified by search strategies

Two hundred and six potentially relevant papers were identified in April 2007: 49
were eligible (table 10) and 157 were excluded (table 11). Most papers (n=54) were
excluded because they simply did not identify factors, reasons or characteristics
associated with a relevant activity (table 11). The 49 eligible papers comprised 26
identified during searches related to CAM only, 12 identified in searches related to
OTC medicine only, three identified during searches related to CAM and OTC
medicine, six identified during searches related to private care only, one identified
during searches related to CAM and private care, and one identified during searches
related to home BP monitors. No papers were identified related to self-testing in April
2007, but one eligible paper was identified in July 2008 during the supplementary

search related to self-tests [146].
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Table 10: Potentially relevant and eligible papers identified during the systematic literature review in April 2007 by activity and

database.
Complementary
Activity and alternative Over-the-counter Private care Home blood Self-tests Total [b]
- medicine pressure monitors
medicine
Database [a] Eligible Total Eligible Total Eligible Total Eligible Total Eligible Total Eligible Total
Medline 16 64 8 37 4 7 0 1 0 3 28 106
Embase 9 53 11 28 1 3 0 3 0 5 18 86
Cumulative Index to Nursing
and Allied Health Literature 13 29 2 7 0 0 0 0 0 0 15 36
Applied Social Sciences
Index and Abstracts 9 30 3 / 1 2 0 0 0 0 12 38
PsycINFO 8 20 3 8 1 2 0 0 0 0 12 29
British Nursing Index 4 30 0 4 0 1 0 0 0 0 4 35
Allied and Complementary
Medicine Database 2 9 0 0 0 0 0 0 0 0 2 9
Sociological Abstracts 0 1 0 0 0 1 0 0 0 0 0 2
Internation_al Bit?liography 1 1 0 4 0 0 0 0 0 0 1 5
of the Social Sciences
References of other papers 3 3 1 1 2 2 0 0 0 0 6 6
Grey literature 1 1 0 0 0 0 1 1 0 0 2 2
Total [b] 30 135 15 62 7 13 1 4 0 5 49 206

[a] The Arthritis and Complementary Medicine Database and the Complementary and Alternative Medicine and Pain Database were also searched but no potentially
relevant papers were identified.

[b] Totals may be less than the sum of the components because some papers were identified by different databases and some papers were identified during searches
related to more than one subject area: 193 papers were identified during searches related to one activity (122 related to CAM, 50 related to OTC medicine, 12 related to
private care, four related to home BP monitors, and five related to self-testing) and 13 were identified during searches related to two activities (12 related to CAM and
OTC medicine, and one related to CAM and private care).
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Table 11: Reasons for excluding potentially relevant papers identified during the systematic literature review in April 2007.

Activity Complementary oy er the_counter Home blood
and altgrpatlve medicine Private care pressure monitors Self-tests Total [a]
Reason medicine

Study did not identify factors, reasons or
characteristics associated with a relevant 21 25 3 2 4 54
activity (1)

Study did not involve adults differentiate

between children and adults (2) " 5 0 0 0 14
heali professional () 2 0 0 0 0 2
Olu‘Fcome was simply thg lintention or 1 3 0 0 0 4
willingness to do an activity (4)

Study involved a selected population (5) 56 12 2 1 0 65
Study did not relate to UK residents (6) 8 1 1 0 0 10
Review, letter or opinion (7) 6 1 0 0 1 8
Total 105 47 6 3 5 157

[a] Totals may be less than the sum of the components because some papers were identified during searches related to more than one subject area.
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Medline identified most (n=28) of the 49 eligible papers identified in April 2007 (table
10). Embase identified the next highest number (n=18), but there was considerable
overlap with Medline: adding Embase only identified three more papers, whereas the
Applied Social Sciences Index and Abstracts and PsycINFO databases both

identified five more papers.

4.4.3 Complementary and alternative medicine
4.4.3.1 Eligible papers

Thirty eligible papers were identified. Three were also identified in searches related
to OTC medicine. One of them looked at practitioner-delivered and OTC treatments
[106]: the results related to practitioner-delivered treatments are presented in this
section and the results related to OTC treatments are presented in the OTC medicine
section. The other two papers did not make this distinction and all their results are
discussed in this section as the authors described them as being about the use of
CAM [147, 148]. Another paper was also identified in searches related to private
care, but the results are also presented in this section as the study involved CAM
patients [149]. This study and two others were reported across two papers [149 &
150, 151 & 152, 147 & 153], leaving 27 studies. Appendix 32 summarises the design,

population, period, exposure under investigation and results of these studies.

Eligible studies looked at different therapies, for example acupuncture [154] or
alternative medicines not prescribed by a doctor [155], during different periods, for

example ever [147 & 153] or currently [154]. One study involved interviews [156], one
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was a qualitative questionnaire survey [157], three used questionnaires plus
interviews [149 & 150, 158, 159], and one was a case note review [160]. The other
21 studies were questionnaire surveys, but only seven of them used population-
based samples, for example people registered with general practices [151 & 152].
The remainder used selected samples, for example people visiting a practitioner

[154] or students [148].

One questionnaire survey had a high quality score [151 & 152], 18 had medium
scores, and two had low scores [161, 162]. Three of the qualitative studies and the
case note review had medium scores [156, 157, 159, 160] and two of the qualitative

studies had low scores [149 & 150, 158].

4432 Results

Using adjusted analyses, the high quality population-based survey found that being
female was linked with visiting a CAM practitioner in the last three months [151 &
152], a medium quality population-based survey reported that taking non-prescribed
alternative medicines was more likely in women than men [155], and another medium
quality study found that lifetime CAM use was more likely among female than male
GP attendees [147 & 153]. Although samples and analysis methods varied, 10 other
studies reported a link between being female and CAM use [38, 106, 154, 157, 158,

160, 163, 164-166].
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Using adjusted analyses, the high quality population-based survey found that people
aged 34-49 were most likely to consult a chiropractor or osteopath [151 & 152], and a
medium quality survey found that past CAM use was more likely among GP
attendees under 70 than older attendees [147 & 153]. Three medium quality
population-based surveys used unadjusted analyses to show that use was most
common among people aged 45-64 [106], 35-64 [163] and 45-54 [167], and another
medium quality study described higher proportions of acupuncture patients being
aged 35-64 than the general population [154]. Two medium quality surveys described
that CAM users were most commonly aged 30-49 [38] and 35-44 [157], and another
medium quality study described CAM patients as having a median age of about 45
[160]. A low quality population-based survey also described a peak in use at age 45
[158]. Three further medium quality studies looked at age [164, 168, 169], but they
compared people visiting CAM practitioners with GP and/or outpatient attendees. In
line with several of the other studies though, the CAM patients were mainly aged 41-

50 years [169] or their mean ages were from 43 to 53 years [164, 168].

Only three studies, all of medium quality, looked at ethnic origin. Using an adjusted
analysis, one found that people of black African origin were more likely than white
people or people of South Asian origin to take non-prescribed alternative medicines
[155]. Another reported that white students did not have a tradition of CAM use,
although the analysis was limited by small numbers [159]. In contrast, the third found
that most patients at a CAM hospital were white, although there was no comparison

group [165].
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Using population-based surveys and adjusted analyses, a high quality and a medium
quality study found, respectively, that people from higher social classes were more
likely to have visited a CAM practitioner in the past three months [151 & 152] or be
taking non-prescribed alternative medicines [155] than other people. Using
unadjusted analyses, two medium quality population-based surveys found that CAM
use was more common among affluent than non-affluent groups [163, 167], and
another medium quality study reported that use was more common among GP
attendees with higher incomes [147 & 153]. Three further medium quality studies
found that CAM patients had higher incomes [169] or occupational status [164] than
GP patients, although again these analyses were unadjusted, and that people visiting

a Chinese medicine practitioner had disposable income [160].

Three medium quality studies linked education and CAM use, although they all used
unadjusted analyses. A population-based survey found that use was more likely
among people who were 19 or older when they left education than those who left
before then [167]. Another found that use was more common among GP attendees
with higher than lower educational attainment [147 & 153]. The third study found that

CAM patients generally had a longer education than GP patients [170].

A link with poor health was supported by several studies. Using adjusted analyses,
the high quality population-based survey found that people with a long-standing
illness or who saw their GP more often were more likely to have seen a CAM

practitioner recently than other people [151 & 152], and a medium quality study found
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that CAM patients were more likely than GP patients to have psychiatric morbidity
[169]. Using unadjusted analyses, a low quality population-based survey found that
CAM users had higher GP attendance rates and were more likely to have severe or
chronic conditions than non-users [158], and two medium quality studies found that
CAM patients were more likely than GP patients to have had a chronic illness [168],
serious illness [168] and longer illness [168, 171]. Two medium quality studies looked
at symptom length: one described most Chinese medicine patients as having
symptoms for over a year [160], and the other described new CAM patients as
having longer symptoms than GP patients, although CAM patients also had lower

pain scores [170].

The high quality population-based survey reported that non-smokers and people who
took regular exercise were more likely to have seen a chiropractor or osteopath than
other people [151 & 152]. Two medium quality studies with adjusted analyses also
reported a link with healthy living: compared to GP patients, CAM patients had
healthier lifestyles [168] and were more likely to believe in healthy living [169]. Similar
to this, a low quality unadjusted survey found that patients at alternative therapy
centres were more likely to be health conscious and know about health than health
centre attendees [161]. A medium [169] and a low quality study [161] also reported
that CAM users were more likely to believe that they controlled their health [169] or
less likely to believe that doctors controlled their health than users of orthodox

medicine [161].
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Some studies described reasons for using CAM, for example an acquaintance’s
recommendation [149 & 150, 172] or because a family member had done so [148].
Others cited users’ views about orthodox medicine’s disadvantages, for example
rushed appointments [149 & 150] and its limited effectiveness [149 & 150, 156, 166],
compared with CAM’s attractions, for example its effectiveness [166] and sensitive

practitioners with time to listen [168].

44.3.3 Summary of results

Being female was associated with CAM use in 13 of 27 studies. Four studies
reported that use was most common among middle-aged people, that is in the range
from 34 to 64 years, and a fifth found that use was more likely among GP attendees
under 70 than older attendees. In line with this, another study found that a higher
proportion of CAM patients were aged 35-64 than the general population, three
studies reported that CAM users were most commonly aged 30-49, 35-44 and 41-50,
and four other studies found CAM patients had median, mean or peak ages in the

range from 43 to 53 years.

Four studies reported that people from more affluent or higher social groups were
more likely to have used CAM than other people, and another study found that use
was more common among GP attendees with higher incomes. In line with this, three
other studies found that CAM patients had higher incomes or occupational status
than GP patients or that they had disposable income. One study found that use was

more likely among people who stayed in education until they were older than people
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who left at a younger age. In line with this, another study found that use was more
common among GP attendees with higher than lower educational attainment, and a

third reported that CAM patients generally had a longer education than GP patients.

A link with poor health was supported by seven studies. One study found that people
with a long-standing illness or who saw their GP more often were more likely to have
seen a CAM practitioner recently than other people. Four studies found that CAM
users were more likely to have psychiatric morbidity than GP patients, to see their GP
than non-users, and to have or have had severe or chronic conditions than non-users
or GP patients. Two further studies found that CAM patients had either long-standing

symptoms or longer symptoms than GP patients.

Four studies reported an association with healthy living: one found that people with
healthy lifestyles were more likely than other people to have seen a CAM practitioner,
two reported that CAM patients had healthier lifestyles than GP patients, and another
found that patients at CAM centres were more likely to be health conscious and know
about health than health centre attendees. Two studies also reported that CAM users
were more likely to believe that they controlled their health or less likely to believe

that doctors controlled their health than users of orthodox medicine.

Although the quality and design of the studies varied considerably, no studies
contradicted the associations between CAM use and being female, middle-aged,

affluent, educated, and having a healthy lifestyle or outlook. In contrast to the
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generally consistent association between CAM use and measures of poor health,
one study found that CAM patients had lower pain scores as well as longer
symptoms than GP patients, suggesting that there are certain measures of health
status that may be more important. The association with ethnic origin was only
looked at by three studies and the results were inconclusive. Some studies
considered reasons for using CAM, which tended to relate to an acquaintance’s

suggestion or CAM’s advantages versus orthodox medicine’s disadvantages.

444 Over-the-counter medicine
4441 Eligible studies

Fifteen eligible papers relating to 15 studies were identified. Two are discussed in the
CAM section [147, 148], leaving 13 studies. Appendix 33 summarises the design,
population, period, exposure under investigation and results of these studies. Some
looked at the use of any OTC medicines [173-175], but the others considered use or
purchase of specific medicines, such as H2 antagonists [176], or types of medicines,
such as analgesics [177] or herbal medicines [178]. Two were qualitative studies
[178, 179] and 11 were surveys. Four surveys used population-based samples, for
example from health authority registers [18, 106, 180] or the electoral roll [177]. One
survey sampled people who were shopping [175] and two sampled people attending
general practices [174, 181]. The other four surveys looked at OTC purchasers
without a comparison group [173, 176, 182, 183]. Four surveys [18, 177, 180, 181]

had high quality scores. Three surveys [106, 174, 175] and the two qualitative studies
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[178, 179] had medium scores. The other four surveys had low scores [173, 176,

182, 183].

4442 Results

Two low quality surveys described the sex of purchasers of OTC medicines and
found that most were female [182, 183]. Four population-based surveys agreed that
use or purchase was more common in females: three were high quality and used
adjusted analyses [18, 177, 180] and one was medium quality but unadjusted [106].
Using unadjusted analyses, a high quality survey of GP attendees [181] and a
medium quality survey of shoppers [175] also found that being female was linked

with using or purchasing OTC medicines.

Only one high quality population-based survey reported on ethnicity: this found that
people who were white were more likely to use herbal supplements than other people
[180]. In contrast, most studies looked at age. Three high quality population-based
surveys found, using adjusted analyses, that purchase or use of OTC medicines was
more common in people aged 35-44 [18], 45-64 [180], and under 60 [177] than other
age groups. One medium quality adjusted survey found that GP attendees aged
under 60 were more likely to use OTC medicines than older people [174], and
another medium quality unadjusted survey reported a similar result for shoppers [18].
Using unadjusted analyses, a high quality survey of GP attendees [181] and a

medium quality population-based survey [106] found that use or purchase of OTC
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medicines was highest in the 45-64 age group, and two low quality surveys reported

that most OTC buyers were 46-60 [182] and 36-45 [183].

Three high quality population-based surveys [18, 177, 180], one high quality survey
of GP attendees [181] and one medium quality survey of GP attendees [174] found
that OTC medicine use or purchase was associated with affluence. The studies used
different measures though — occupation [18], social class [181], rented or private
housing [180] and the Carstairs deprivation category [174, 177] — and only two found
the association remained after adjusting for other variables [18, 180]. One of the high
quality surveys reported that both affluence and education were associated with OTC
use, but only education remained significant in the adjusted analysis [177]. This could
suggest that the association with affluence may be related to education, but there
was also an association with paying for prescriptions in the adjusted analysis and this
could be a surrogate for affluence. A low quality but adjusted survey of pharmacy
customers also found an association with paying for prescriptions [176], and two
medium quality unadjusted analyses of GP attendees [174] and shoppers [175]

reported a similar association.

Only three studies found a link between purchase or use of OTC medicines and poor
health, but all were high quality population-based studies with adjusted analyses.
Two studies looked at self-reported health [18, 177] and the third looked at

psychiatric morbidity [180].
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Two high quality population-based surveys examined behaviour. One found that
herbal supplement use was associated with not smoking and being active, although
only being active remained significant after adjusting for other variables [180]. This
suggests that use may be associated with healthy behaviours. The other survey
found an unadjusted association between non-prescription analgesics and drinking
alcohol, but this is probably not a healthy behaviour because the comparison was

with non-drinkers [177].

Some low quality surveys described reasons for OTC use, for example habit [182], a
prompt by an acquaintance [183], homeopathic remedies being more natural [183],
or symptoms not being severe enough for the doctor [173]. Some of the reasons
were echoed in qualitative studies, for example influence and experience of relatives
[179], doctors being unable to help with some problems [178], and prescription

medicines being chemical [178].

4443 Summary of results

Being female was associated with OTC medicine use in eight of 13 studies. Four
studies found that purchase or use was more common in middle-aged people, that is
in the range from 35 to 64 years, than other age groups, and two more found that
most OTC buyers were in this age group. Similar to this, three studies found that use
was more likely in various groups of people aged under 60 years than older people.
No studies contradicted these associations with being female or middle-aged. Only

one study looked at ethnicity, making it hard to draw firm conclusions.

140



Four population-based or GP attendee surveys found associations between OTC
medicine use or purchase and measures of affluence, but only two found an
association after adjusting for other variables. Another population-based survey
reported that affluence, education and paying for prescriptions were associated with
use, but only the last two had an adjusted association, suggesting that these factors
may be related. Three more surveys of pharmacy customers, GP attendees and

shoppers found adjusted or unadjusted associations with paying for prescriptions.

Three studies reported associations between purchase or use of OTC medicines and
self-reported poor health or psychiatric morbidity, and none found a contradictory
association with good health. One study found that herbal supplement use was
associated with healthy behaviours, but another found that OTC analgesic use was
more common in drinkers than non-drinkers, suggesting that some OTC use is
associated with unhealthy behaviours. Finally, some studies reported reasons for
OTC medicine use, including the influence of others and the advantages of non-

prescribed medicines versus the disadvantages of prescribed medicines.

445 Private sector
4451 Eligible studies

Seven eligible papers were identified. One was also identified in searches related to
CAM and is discussed in the CAM section as it involved CAM patients [149]. The
remaining six papers related to six studies. Appendix 34 summarises the design,

population, period, exposure under investigation and results of these six studies. Five
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used data collected during surveys to look at determinants of insurance [184-186]
and who actually uses private care [187, 188]. The sixth study used data from
general practice records to look at who was most likely to be privately referred [189].
The study that used general practice data had a high quality score [189], three

studies had medium scores [185, 186, 188], and two had low scores [184, 187].

4452 Results

One medium quality study, using an adjusted analysis, reported that women were
less likely to have private insurance than men [185]. A link with age was found in four
studies. The high quality study used an adjusted analysis to show that people aged
45-54 were most likely to be privately referred [189]. Another medium quality study,
also using an adjusted analysis, found that private insurance increased with age but
fell for older people [186]. A low quality study gave the same result [184], although it
was unclear if the analysis was adjusted. In contrast, a medium quality study with an

adjusted analysis found that private insurance increased with age [185].

Private care or insurance was positively associated with affluence and/or negatively
associated with deprivation in all the studies. The high quality study [189] and two
medium quality studies [185, 186] used adjusted analyses, whereas the other
medium quality study used an unadjusted analysis [188] and it was unclear if the two
low quality studies had adjusted for other variables [184, 187]. The measures used —
occupation [185], income [184-188], being in paid employment [185, 187], being a

homeowner [184], living in rented housing [187], and the IMD [189] — also varied.
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Being privately insured was found to be more likely among people with than without a
basic qualification in a medium quality study that used an adjusted analysis including
the possible confounders of income and occupation [185]. A similar link was found in

a low quality study, but it was unclear whether the analysis was adjusted [184].

Only one study reported on the relationship with health status [187]. This reported a
negative association between private care and being limited in one’s daily activities,

but the study was low quality and it was unclear if the analysis was adjusted.

4453 Summary of results

One study reported that women were less likely to have private insurance than men.
A link with age was found in four studies. One found that people aged 45-54 years
were more likely to be privately referred and, in line with this, two found that private
insurance increased with age but fell for older people. In contrast, however, a
medium quality adjusted analysis found that private insurance increased with age.
Private care or insurance was positively associated with some measure of affluence
and/or negatively associated with some measure of deprivation in all six studies,
whereas being privately insured was reported to be more likely among people with
higher educational attainment in only two studies. Only one low quality study reported

on the relationship with health, making it hard to draw firm conclusions.
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4.4.6 Home blood pressure monitors

One eligible medium quality survey of 5545 people registered with general practices
was identified (54% response rate: 2925 completed of 5392 delivered) [190]. Being
retired, being not in employment, having a long-term illness and/or not good health,
being a non-smoker, and having used other self-tests were significantly associated
with self-testing for high BP but only in a univariate analysis. Increasing age, being
female, having a degree and living in a more affluent area remained significant after

adjusting for other variables.

447 Self-tests

One eligible paper about self-testing was identified during a supplementary search in
July 2008 [146]. This presented results for self-tests related to cancer from the survey
that had been identified in searches related to home BP monitors [190]. Using an
adjusted analysis, the study found that significant predictors of the use of a prostate
specific antigen (PSA) test were being male, white ethnicity and older age, and that
use was lower among people who were relatively deprived, that is in quartile 3
derived from the IMD. In contrast, use of a haematuria test was significantly
associated with being relatively deprived, as well as giving one’s employment status

as looking after the home and/or family.

44.8 Amalgamation of results from studies related to different activities

Overall, 49 eligible papers were identified during the original search in April 2007.

Most (n=28) were identified by Medline and most (n=30) were related to CAM. There
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were 46 unique studies and most (n=36) had high or medium quality scores. Most
(n=37) studies were questionnaire surveys or used data from established surveys,
although only 16 of them were population-based. Survey analysis methods varied
from simple descriptive to adjusted analyses, but studies generally looked at five
areas: demographic factors (sex and age), affluence/deprivation, education, health
status, and health behaviours and beliefs. One further eligible paper was identified
during a supplementary search for papers related to self-testing in July 2008 [146].
This presented results for self-tests related to cancer from a medium quality survey
already identified during searches related to home BP monitors [190], giving an

overall total of 50 papers and 46 studies discussed in this section.

Being female was associated with the activity in 13 of 27 studies about CAM, eight of
13 studies about OTC medicine, and the single study about home BP monitors.
Thirteen studies about CAM, nine studies about OTC medicine, and three studies
about the private sector reported that people in the 30 to 64 year age range were
more likely to undertake the activity, that users were most commonly in this age
range, that a higher proportion of users were in this age range than the general
population, that users had median, mean, or peak ages in this age range, or that use
declined after 60 or 70 years. One study, however, found that private insurance was
more common in men than women and as age increased [185], and the studies
about the use of home BP monitors [190] and PSA self-tests [146] reported that use
became more likely as age increased. The study about PSA self-tests also found that
use was significantly associated with being male [146], but this presumably simply

reflects the fact that the test is for a sex-specific condition.
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An association with affluence was presented in eight studies about CAM, all six
studies about the private sector, and the study about home BP monitors. An
association was also presented in five studies about OTC medicine, but only two
found an association after adjusting for other variables. Higher educational
attainment was associated with the activity in three studies about CAM, one study
about OTC medicine, two studies about the private sector and the study about home
BP monitors. The study about OTC medicine found that both education and affluence
were associated with use, but only education had an adjusted association. Education
and affluence may be related, but many studies only looked at one of these factors or
used unadjusted analyses, making it hard to draw conclusions about the relationship.
Given the different measures of affluence used, it is also unclear whether only
particular aspects of being affluent are associated with these activities. These
associations were generally consistent though. The self-test study found that use of
haematuria self-tests was associated with being relatively deprived (quartile 3), but,

in contrast, use of PSA self-tests was less likely among people from this quartile.

Six studies about CAM, three studies about OTC medicine, and the study about
home BP monitors suggested a link with various measures of poor health, but the
analyses were often unadjusted. Conflicting evidence was presented by two more
studies: one found that CAM patients had longer symptoms than GP patients but also
lower pain scores [170], and the other reported that private care was less likely

among people who were limited in their daily activities than other people [187].
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Three studies about CAM and one about OTC medicine suggested an association
with healthy lifestyles, for example being a non-smoker or being active in two high
quality population-based surveys about the use of CAM [151 & 152] and herbal
supplements [180]. Similar to this, another study about CAM use found an
association with being health conscious and knowledgeable about health [161]. Two
studies also found that CAM users were more likely to believe that they controlled
their health [169] or less likely to believe that doctors control their health than users
of orthodox medicine [161]. Finally, some studies considered reasons for using CAM
or OTC medicine, which tended to focus on an acquaintance’s influence or the

advantages of the activity compared with orthodox medicine’s disadvantages.

44.9 Summary of this section

This section set out the results of the systematic review of the literature for evidence
for factors that may be associated with the use of self-tests and, because of the lack
of evidence in this area, CAM, OTC medicine, private health care, and home BP
monitors. The objective of this part of the study was to add to the list of factors that

may be associated with self-test use (see section 4.5.11).

The number of potentially eligible papers that were identified for each activity and by
each bibliographic database were described. Exclusions were then outlined, leaving
49 eligible papers that were identified in April 2007. Most (n=28) were identified by
Medline and most (n=30) were related to CAM. These 49 papers described 46

unique studies. One further eligible paper was identified during a supplementary
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search for papers related to self-testing in July 2008. This presented further results
from a medium quality survey already identified during searches related to home BP

monitors, giving an overall total of 50 papers and 46 studies.

The reviewed evidence suggests that CAM and OTC medicine users tend to be
female, middle-aged, have some measure of affluence and/or are well-educated with
some measure of poor health, and that people who use the private sector are
generally middle-aged and have some measure of affluence and/or are educated.
Some other factors may also be associated with using these activities, but they were
not as universally studied so the results are less conclusive. Four studies about CAM
and one about OTC medicine suggested a link with healthy lifestyles or being health
conscious and knowledgeable about health. Two studies also found that CAM users
were more likely to believe that they control their health or less likely to believe that

doctors control their health than users of orthodox medicine.

The next section describes the design of the in-depth questionnaire, bringing
together evidence from the interviews with respondents to the initial questionnaire

who had used self-tests and the systematic literature review.

148



4.5 Design of in-depth questionnaire

451 Overview of this section

The interviews lead to a better understanding of the experience of self-testing, and
the interviews and systematic review generated a list of factors that may be
associated with self-test use. This informed the design of an in-depth questionnaire
to obtain details of self-test use reported on the initial questionnaire and information
on potentially associated factors. This section describes the design of the in-depth
questionnaire, bringing together the evidence from the interviews and systematic
literature review. The rationale for including each question in the order that they
appear on the questionnaire, that is the supporting evidence from the interviews
and/or systematic literature review, is summarised in table 12 and described in detail
in the following sections. The questionnaire is reproduced in appendix 27. This is the
version sent to respondents to the initial questionnaire who had not reported self-test
use: questionnaires sent to people who had reported use included a section asking

for details so that use could be confirmed (see figure 2).
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Table 12: Rationale for the content of the in-depth questionnaire (appendix 27).

Factors identified by

Questions about: - o
systematic review:

Factors identified by
interviewees:

Other rationale:

Section 1: Background information

Q1 - Age Middle-aged
Q2 - Sex Female

Q3 — Long-term Poor health
iliness

Q4 — Working as a
health professional

Q5 — Qualifications Educational attainment

Accessed tests at work

Check correct person
completed questionnaire

Section 2: Knowledge and views of self-tests

Q1 - Confidence
using self-tests

Q2 - Knowledge
of self-tests

Self-efficacy moderates
health locus of control
(see section 8)

Users might simply know
about self-tests

Section 3: Habits and lifestyle

Q1-3 — Smoking,
exercise and diet

Q4 — Use of the
internet

Healthy behaviours

Took routine steps to
improve their health

Used the internet to seek
information about health

Section 4: Knowledge of health recommendations

Q1-2 — Health
recommendations

Knowledgeable about
health

Sought information
about health

Section 5: Information about health

Knowledgeable about

Q1-2 - Use of health
information o
sources Knew about activities

from family and friends

Sought information
about health from a
variety of sources

Section 6: Health status
Q1-8 — SF8 Poor health

Q9-10 — History of
relevant conditions
or tests

Q11 — Frequency
of thoughts about
improving health

Q12 — Frequency
of thoughts about
future illnesses

Believed they were able
to influence their health

Took routine steps to
improve their health

Self-tested because of a
known risk

Non-users might simply
think they do not have
the condition or have
been tested elsewhere

Table continued on next page
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Factors identified by

Questions about: - .
systematic review:

Factors identified by
interviewees:

Other rationale:

Section 7: Views and experiences of healthcare

Q1 - Views about
health checks and
medical tests

Q2 — Views about
visiting GP

Q3-5 — Access to
care

Q6 — Satisfaction

with GP Reasons included
orthodox medicine’s

Q7-8 — Overall drawbacks e.g. rushed

satisfaction appointments

Self-tested as a routine
check, to satisfy
curiosity, for reassurance

Believed benefits of
self-testing included
being anonymous

Believed evidence was
needed to justify a visit
to the doctor, the doctor
should not be bothered
unless it was really
necessary, symptoms or
risk factors were needed
to be tested by the
doctor, severe symptoms
were needed to visit the
doctor

Believed self-testing was
convenient contrasted
with the practical
difficulties of visiting the
doctor

Dissatisfied with past
care

Believed they had less
than ideal care due to
the pressure on health
services

Section 8: Beliefs about health

Statements 1-4 —
Health value

Believed in ability

to control own health
and that doctors did
not do so

Statements 5-22 —
Health locus of
control

Believed being in control
of their health was
beneficial

Believed they were able
to influence their health

Health value is a
moderator of health
locus of control

Health locus of control
scale assesses person’s
belief about whether
his/her health depends
on his/her actions
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4.5.2 Background information

Section 1 of the in-depth questionnaire (appendix 27) asked for socio-demographic
background information. The first and second questions asked for age and sex as
being female and middle-aged was consistently associated with use of similar
activities in the systematic literature review (see section 4.4.8). These details would
also be used to confirm that the same person completed the initial and in-depth
questionnaires. The third question asked about long-term illness because there is a
fairly consistent association in the literature between various measures of poor health
and the use of similar activities (see section 4.4.8). The fourth question asked
whether the respondent had worked as a health professional because the interviews
suggest that some self-test use is associated with access to tests at work (see
section 4.3.6). The fifth question asked for qualifications because the systematic
literature review suggested that similar activities may be associated with higher
educational attainment (see section 4.4.8). The wording for this question and the
third question about long-term iliness are taken from the Census [74]. There was also
a consistent association in the literature between being affluent and activities that are
similar to self-testing (see section 4.4.8), but this was assessed with the IMD derived

from respondents’ postcodes [80, 81] rather than via the in-depth questionnaire.

453 Knowledge and views of self-tests

Section 2 of the in-depth questionnaire (appendix 27) asked about the person’s
knowledge and views about self-tests. The health locus of control scale assesses a

person’s belief about whether his/her health is dependent on his/her actions [114].
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This was included in section 8 of the in-depth questionnaire because there is some
evidence from the literature that people who take part in similar activities believe that
they can control their own health (see section 4.4.8), and interviewees felt that they
could affect their own health and that self-testing assisted them in controlling their
health (see box 7). Self-efficacy refers to a person’s belief that he or she can actually
carry out a behaviour [118]. This is theoretically likely to be a moderator of the
relationship between health locus of control and behaviours such as self-testing
because someone could believe that they can control their own health, but they may
not believe that they can actually carry out the behaviour in question. The first
question of section 2, therefore, asked about how confident respondents would be
using self-tests. The second question asked about respondents’ knowledge of self-
tests as the only difference between users and non-users might be that users knew

that self-tests were available.

454 Habits and lifestyle

Section 3 of the in-depth questionnaire (appendix 27) asked about habits and
lifestyle. The interviews suggest that self-test use may be related to having a positive
attitude to health, particularly believing you can positively influence your health
and/or taking routine steps to improve or safeguard your health (see box 7). There is
also some fairly consistent evidence from the literature that, although people who
undertake similar activities have relatively poor health, they tend to engage in healthy
behaviours, for example not smoking (see section 4.4.8). Questions 1 to 3 of section

3, therefore, asked about behaviours related to health, specifically smoking, exercise
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and diet. Question 4 asked about the internet as some interviewees had used the

internet to seek out information about health-related issues (see section 4.3.7.1.4).

4.5.5 Knowledge of health recommendations

Section 4 of the in-depth questionnaire (appendix 27) asked about knowledge of
recommendations about how to stay healthy [191, 192] as interviewees who had
used self-tests described finding out about health-related issues (see box 7). There is
also some weak evidence from the literature that people who use similar activities

are knowledgeable about health (see section 4.4.8).

4.5.6 Health information

Section 5 of the in-depth questionnaire (appendix 27) asked about getting advice
about a health problem or how to stay healthy. Having a positive attitude towards and
taking an active role in your health was a key finding from the interviews (see box 7
and section 4.3.7.3) and interviewees obtained health information from a variety of
sources, for example friends and family or the media (see section 4.3.7.1.4). There is
also some evidence from the literature that people who take part in similar activities
take an active role in understanding their health and ilinesses (see section 4.4.8) and
that they know about the activities from friends or family (see section 4.4.8). Section
5, therefore, asked how many times respondents had used different information
sources, including advice from different people, over the last 12 months. The lists

were based on information sources mentioned during the interviews (see sections
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4.3.7.1.4 and 4.3.7.2.1), although other relevant sources or people were also

included, for example NHS information sources or professionals.

4.5.7 Health status

Section 6 of the in-depth questionnaire (appendix 27) asked for information about the
person’s health status and how often they thought about how to stay healthy or future
illnesses. As well as the question about long-term illness in the first section, section 6
asked about health status because there is a fairly consistent association in the
literature between measures of poor health and similar activities (see section 4.4.8).

Questions 1 to 8 are the SF-8, which is a validated measure of health status [193].

Questions 9 and 10 asked whether the person thought they might have or have been
recently tested for any of the conditions listed, which were taken from the list of self-
tests on the initial questionnaire (appendix 11). The first question was included
because the only difference between users and non-users might be that non-users
did not think that they had any condition for which there are self-tests. The second
qguestion was included because people who have recently been tested for a condition

may be at a lower risk of testing themselves for that condition.

Believing you can influence your health and taking steps to do so and believing you
were at risk of a condition arose as factors potentially associated with self-testing
during the interviews (see box 7). Although taking steps to influence your health was

addressed by asking about healthy behaviours, questions 11 and 12 asked directly
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about whether the respondent frequently thought about ways to improve their health

or about illnesses that they might get in the future.

4.5.8 Views and experiences of healthcare

Section 7 of the in-depth questionnaire (appendix 27) asked about the person’s views
and experiences of healthcare. Questions 1 and 2 asked whether the respondent
agreed or disagreed with statements generated from the interview transcripts related
to possible motivators for self-testing (see box 7). The questions were included to
determine whether these statements translate to attitudes that are associated with
using self-tests. The statements expressed by self-test users are the first three
statements in the first question and the first six statements in the second question.
Questions 3 to 5 dealt with access issues as some interviewees felt that self-testing

was more convenient than visiting the doctor (see box 7).

Experiences of and attitudes to healthcare was a key sub-theme in the interviews.
Some people may have been motivated to use self-tests by dissatisfaction with past
care, and interviewees also described less than ideal care, which they perceived was
due to the pressure on health services (see box 7). Similar to this, there is evidence
in the literature for push factors related to dissatisfaction with conventional care being
associated with CAM use, for example rushed appointments (see section 4.4.8).
Question 6, therefore, asked about satisfaction with different aspects of GP
consultations. This was adapted from the GPAQ [113]: the “Excellent” option was

omitted to give a balanced range of possible positive and negative responses in line
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with other questions. Questions 7 and 8 asked about overall satisfaction with care

provided to respondents and their relatives.

459 Beliefs about health

Section 8 of the in-depth questionnaire (appendix 27) asked about beliefs about
health. There is some evidence from the literature that people who take part in similar
activities believe that they can control their own health (see section 4.4.8), and
interviewees felt that they could affect their own health and that self-testing assisted
them in controlling their health (see box 7). Section 8, therefore, included the health
locus of control scale [194]. This assesses a person’s belief about whether his or her
health status is determined by the actions of individuals or chance and, if it is
determined by individuals, whether the locus of that control is internal, that is
dependent on the person’s own actions, or external, that is dependent on the actions
of others [114]. The general hypothesis for the health locus of control scale is that
people who score highly on the internal dimension, that is who believe that their own
behaviour determines their health, are more likely to carry out healthy behaviours
than people who have a low score on that dimension or who score highly on the

chance subscale, that is who believe that chance determines their health [195].

Health locus of control does not operate alone to determine behaviour potential [118,
119, 195]. There are several moderators that are postulated as being possibly
important from a theoretical viewpoint, most usually self-efficacy and health value.

Social learning theory states that the potential for a behaviour to occur is a joint
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function of an expectancy that the behaviour will lead to a particular reinforcement
and the value of that reinforcement to the individual: health locus of control should
only predict behaviour potential if the outcome in question is valued [118]. In line with
this, the importance of health to an individual is believed to influence his/her
behaviour with respect to health, and there is some evidence to indicate that the
health locus of control scale predicts behaviour better if health is highly valued [119].

The first four statements of section 8, therefore, assessed the value placed on health.

Self-efficacy refers to a person’s belief that he or she can actually carry out a
behaviour [118]. This is theoretically likely to be a moderator of the relationship
between health locus of control and behaviour because someone could value health
and believe that they could affect their own health, but they may not believe that they
can actually carry out the behaviour in question or believe that doing it would lead to
good health. Question 1 of section 2, therefore, asked about self-efficacy, that is

respondents’ belief that they could actually do a self-test (see section 4.5.3).

Health locus of control and its moderators, health value and self-efficacy, could be
the mechanism by which other factors lead to self-testing. Higher educational
attainment, for example, has been associated with self-efficacy and not believing that
chance determining health status [196]. Similar to this, socioeconomic differences in
healthy lifestyles have been associated with different beliefs about health, such as
health locus of control, leading to the conclusion that these beliefs may arise through
variations in life opportunities and exposure to material hardship and ill health [197].

Higher educational attainment and sociodemographic status may, therefore, be
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associated with self-testing because they lead to an internal health locus of control, a
high value given to being healthy and high self-efficacy. Including health locus of
control and its moderators, therefore, provided an opportunity to start to explain the

pathways by which the other variables may operate to lead to self-testing.

4510 Self-test use

For people who said on the initial questionnaire that they had used a self-test and/or
test for high BP, an additional section for each of these tests was included after the
first section of the in-depth questionnaire (figure 2). This aimed to describe why
respondents had used tests and how they had accessed them, particularly as a
substantial proportion of interviewees had used a friend’s testing equipment or tests

that were available at work, rather than buying a test (see section 4.3.6).

Some interviewees who had marked self-tests on the initial questionnaire had only
actually used those tests with the involvement of a clinician. This section, therefore,
also aimed to enable the exclusion of respondents who obtained the test from or who
used the test because it was suggested to them by a clinician. The pilot work (see
section 3.6.3) indicated that including specific statements — “The test was given to
me by a doctor or nurse to use at home” and “The test was suggested to me by a
doctor or nurse” — was more reliable than expecting respondents to mark the “Other”
option and describe this in the space provided. Use was considered relevant as long

as no clinician was involved before the test was used. If the person indicated that a
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clinician was involved, either by marking one of these statements or adding free text,

the test use was excluded.

4.5.11 Summary of this section

The interviews generated a better understanding of the experience of self-testing,
and the interviews and systematic literature review generated a list of factors that
may be associated with self-test use. This section described the rationale for the
design of the in-depth questionnaire (appendix 27), bringing together evidence from
the interviews and the systematic literature review. The factors identified by the
interviews and systematic literature review and the resulting sections and questions,
where the whole section is not relevant, are summarised in boxes 9 and 10. The next
section estimates the prevalence of self-test use based on use reported in the initial

questionnaire and use confirmed by the in-depth questionnaire.

160



Box 9: Factors potentially associated with self-test use identified by interviewees.

Factors identified by interviewees [a] with resulting sections and questions, where the whole

section is not relevant, from the in-depth questionnaire (appendix 27):

= Used tests marked on the initial questionnaire with the involvement of a clinician

(additional section for respondents who had used self-tests).

= Accessed self-tests in a variety of ways rather than just buying one (additional section for

respondents who had used self-tests).
= Worked as a health professional (Section 1: Background information, question 4).

= Favoured routine health checks (Section 7: Views and experiences of healthcare,

question 1).
= Believed they were at risk of a condition (Section 6: Health status, question 12).
= Curious about health (Section 7: Views and experiences of healthcare, question 1).

= Believed medical tests can be reassuring (Section 7: Views and experiences of

healthcare, question 1).
= Believed being in control of their health was beneficial (Section 8: Beliefs about health).

= Believed being anonymous was beneficial (Section 7: Views and experiences of

healthcare, question 2).

= Believed that self-testing was more convenient, contrasted with the practical difficulties of

visiting the doctor (Section 7: Views and experiences of healthcare, questions 3 to 5).

= Dissatisfied with past care (Section 7: Views and experiences of healthcare, questions 6

to 8).

[a] Following the order they are presented in box 7.
Box continued on next page
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Had less than ideal care due to the pressure on health services (Section 7: Views and

experiences of healthcare, questions 6 to 8).

Believed evidence was needed to justify a visit to the doctor due to the pressure on

health services (Section 7: Views and experiences of healthcare, question 2).

Believed the doctor should not be bothered unless it was really necessary (Section 7:

Views and experiences of healthcare, question 2).

Believed symptoms or risk factors were needed to be tested by the doctor (Section 7:

Views and experiences of healthcare, question 2).

Believed severe symptoms were needed to visit the doctor (Section 7: Views and

experiences of healthcare, question 2).

Believed they could influence their health and/or took routine steps to safeguard their
health (Section 3: Habits and lifestyle, questions 1 to 3; Section 6: Health status, question

11; Section 8: Beliefs about health).

Actively sought information about health-related issues and obtained information from a
variety of sources (Section 3: Habits and lifestyle, question 4; Section 4: Knowledge of

health recommendations; Section 5: Information about health).
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Box 10: Factors potentially associated with self-test use identified by the systematic

literature review.

Factors identified by the systematic literature review [a] with resulting sections and questions,

where the whole section is not relevant, from the in-depth questionnaire (appendix 27):
= Female and middle-aged (Section 1: Background information, questions 1 and 2).

= Affluence (IMD derived from respondents’ postcodes).

= Higher educational attainment (Section 1: Background information, question 5).

= Poor health (Section 1: Background information, question 3; Section 6: Health status,

questions 1 to 8).
= Healthy behaviours (Section 3: Habits and lifestyle, questions 1 to 3).

= Knowledgeable about health (Section 4: Knowledge of health recommendations; Section

5: Information about health).

= Prompted or influenced by acquaintances or family members (Section 5: Information

about health, question 1).

= Believed in ability to control own health and that doctors did not do so (Section 2:

Knowledge and views of self-tests, question 2; Section 8: Beliefs about health).

= Push factors related to dissatisfaction with conventional care (Section 7: Views and

experiences of healthcare, questions 6-8).

[a] Following the order they are presented in section 4.4.8.
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4.6 Prevalence of self-test use

4.6.1 Overview of this section

This section sets out estimates of the prevalence of self-test use derived from the
initial questionnaire and more robust estimates based on use confirmed by the in-
depth questionnaire. The initial questionnaire asked whether a population-based
sample had used any of a list of self-tests, a pregnancy test or a test for high BP. The
in-depth questionnaire was sent to willing respondents to the initial questionnaire.
Questionnaires sent to people who had reported use of a self-test or a test for high
BP included a section asking for details so that use could be confirmed. Appendices
2 to 4, 7 and 8 show the flow of participants through these parts of the study and the

published paper is included in appendix 10 [73].

This section describes numbers of initial questionnaires that were sent out, returned
because they were undelivered, sent back blank and completed, and excluded and
included in the prevalence estimate. Response rates for men and women of different
ages are compared, as are the sex- and age-profiles of respondents, the mailed
population and the population of England and Wales. Characteristics provided by
respondents (ethnic group, self-rated health and employment status) are compared
with the population of England. Crude and sex- and age-standardised prevalence are
set out for each self-test and tests for pregnancy and high BP separately. Combined
analyses calculate the crude and standardised prevalence for (1) any self-test, (2)
any self-test and/or test for high BP but excluding a test for pregnancy, and (3) any

self-test and/or tests for high BP and pregnancy.
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The section then sets out the number of respondents to the initial questionnaire who
reported use of a self-test and/or test for high BP and who consented to an in-depth
questionnaire. The numbers of in-depth questionnaires that were sent out, returned
because they were undelivered, sent back blank and completed, and excluded and
included in the refined prevalence estimate are described. The sex- and age-profiles
of people who reported use on the initial questionnaire, people who were sent in-

depth questionnaires and eligible respondents are compared.

For each test, the proportion of respondents who initially reported use who had
actually used the test without a clinician is described. Crude prevalence is then re-
estimated by dividing the number of people who had used a test without a clinician by
the number of people from the final four practices who returned the initial
questionnaire and were eligible for inclusion in the initial prevalence estimate, and
sex- and age-standardised prevalence is also re-estimated. This bottom-line estimate
is done for each self-test and test for high BP separately, and for (1) any self-test
excluding a test for high BP and (2) any self-test and/or test for high BP. The results
of exploratory analyses are also set out. These involved recalculating the
standardised prevalence assuming that everyone who was eligible for inclusion in the
initial prevalence estimate and who reported use on the initial questionnaire but did
not return an eligible in-depth questionnaire had the same sex- and age-specific
rates of confirmed use as eligible responders. Lastly, the ways that respondents said

that they accessed different tests and their reasons for using them are compared.
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4.6.2 Initial questionnaire
4.6.2.1 Study population

Eighty four of 8048 initial questionnaires that were mailed were undelivered, for
example because the addressee had moved away (table 13), leaving 7964
questionnaires. Two thirds were returned (n=5344, 67%): 259 were returned blank

and 5085 (64%) were completed, as shown in the flowchart in appendix 2.

Table 13: Reasons why initial questionnaires were undelivered.

Reason Number
Addressee gone away 48
Addressee unknown 24
Addressee in care home or hospital 3
Addressee/partner died [a] 3
Incomplete address 2
Building had been demolished 1
Addressee misinterpreted [b] 1
Not given 2
Total 84

[a] Partners were also excluded in cases of recent bereavement to save distress.

[b] A father and son had the same name and address. The son’s questionnaire was returned by the
father who enclosed a note saying that he had already completed and returned a questionnaire.

Six people who marked non-sex-appropriate tests were excluded, as shown in the
flowchart in appendix 3: three women reported self-tests for sperm count, two women
reported self-tests for prostate disorders, and one man reported a self-test for the
menopause. Some of them had also marked other tests (box 11), but they were
completely excluded as their non-sex-appropriate answers indicate that the

questionnaire may have been misunderstood. Men who reported use of pregnancy
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tests (n=14) were not excluded though as it was felt that this probably related to use
as part of a couple and did not indicate that the questionnaire had been
misunderstood, although analysis of the use of pregnancy tests was restricted to

women.

Box 11: Self-tests reported by respondents who marked non-sex-appropriate tests.

A female who reported use of a self-test for sperm count also reported use of tests for
cholesterol, diabetes, high blood pressure, menopause, pregnancy, urine infections and

vaginal disorders.

A female who reported use of a self-test for sperm count also reported use of tests for

pregnancy and urine infections.

A female who reported use of a self-test for sperm count also reported use of a pregnancy

test.

A female who reported use of a self-test for prostate disorders also reported use of tests

for diabetes and high blood pressure.

A male who reported use of a self-test for the menopause also reported used of tests for

blood in the stool, high blood pressure, prostate disorders, sperm count and urine infections.

One hundred and six people had given a different sex and/or age (>2 years) from the
details provided by the general practice, as shown in the flowchart in appendix 3.
Fifty two of these discrepancies were resolved: five were due to data entry errors and
47 were the result of people living at the same addresses completing each other’s
questionnaires. This left 54 people who did not appear to be the intended recipient,

and these people were, therefore, excluded.
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This left 5025 (63%) eligible completed questionnaires, as shown in the flowchart in
appendix 2. Nine “other” self-tests were excluded because the free text indicated that
the test did not involve a biological sample (body fat percentage, body mass index,
depression, fitness levels, heart rate monitor, high temperature, and oxygen/pulse
test written by one person, and peak flow written by two people). The respondents
were not excluded though, that is they still contributed to the denominator and other
self-tests that they had marked were included, because it was felt that the free text
answer did not necessarily indicate that they had incorrectly completed the named
self-tests section. Another person had checked the “other” self-test box but written
“indigestion pills”. This “other” self-test was similarly excluded and the respondent,

who had not checked any named self-tests, was included.

The sex and age profile of the 5025 people who completed eligible questionnaires
was broadly similar to the population of England and Wales in 2006 (table 14). The
highest proportions of women in England and Wales (19%) and the study population
(20%) were aged 35-44 and the lowest proportions were aged 85 years or over (4%
and 2% respectively). The highest proportion of men in England and Wales (20%)
were aged 35-44 and 19% of men in the study population were in this age group. The
lowest proportion of men in England and Wales (2%) and the study population (2%)
were aged 85 or over. Response rates varied by age group. Women had higher
response rates than men until retirement age. The youngest age groups had the
lowest response rates, but, in line with the general pattern, women aged 25-34 had a

considerably higher response rate (54%) than their male counterparts (34%).
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Table 14: Response rates to the initial questionnaire and age and sex of recipients

and eligible respondents compared with the population of England and Wales.

England & Wales [a] | Study population [b] Returned eligible questionnaire [b]

n (1000s) % of total n % of total n % of total Response rate (%)
Male 20404 48 3891 49 2285 45 59
Female | 21688 52 4073 51 2740 55 67
Total 42091 7964 5025
Male
18-24 2548 12 360 9 114 5 32
25-34 3517 17 536 14 180 8 34
35-44 4080 20 758 19 397 17 52
45-54 3419 17 714 18 429 19 60
55-64 3118 15 737 19 543 24 74
65-74 2111 10 473 12 374 16 79
75-84 1267 6 250 6 204 9 82
85+ 344 2 63 2 44 2 70
Female
18-24 2436 11 360 9 136 5 38
25-34 3523 16 526 13 283 10 54
35-44 4134 19 796 20 513 19 64
45-54 3482 16 725 18 517 19 71
55-64 3224 15 735 18 582 21 79
65-74 2333 11 522 13 419 15 80
75-84 1778 8 316 8 234 9 74
85+ 778 4 93 2 56 2 60

[a] Office for National Statistics. Mid-2006 population estimates: estimated resident population.
Available at http://www.statistics.gov.uk/STATBASE/Product.asp?vink=15106. Accessed 17 June
2008.

[b] Age and sex from practice records.

Nearly 97% of 4992 respondents who gave their ethnic group were white (n=4838),
more than the estimated 89.9% (n=34533.7k) of the population of England in 2006
(n=38421.8k) [198]. Most people who answered the question (n=5002) reported good
(61.1%, n=3058) or fairly good health (30.6%, n=1529) and only 8.3% (n=415)
reported not good health. Respondents to the 2001 Census in the same age group

(n=37194.4k) had a similar pattern [199]: 62.7% (n=23309.4k) reported good health,
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26.3% (n=9766.8k) reported fairly good health, and 11.1% (n=4118.1k) reported not
good health. Most of the 4999 respondents who gave their employment status were
employed (47.6%, n=2379), retired (27.2%, n=1362) or self-employed (11.2%,
n=560). Again, the pattern was similar to Census respondents [200]: most were
employed (54.0%, n=18519.2k) followed by retired (14.0%, n=4810.5k) and self-
employed people (8.6%, n=2951.5k). The Census reported, however, that only
14.0% of people were retired compared with 27.2% of people from this survey. The
Census data are for people aged 18-74 years (n=34300.8k), but 19.1% of people
from this survey under 75 years (855/4468 based on age from practice records) said

that they were retired, still considerably more than the population of England in 2001.

46.2.2 Prevalence of use

Six hundred and seventy eight (135 per 1000) people said that they had used a test
other than for pregnancy or high BP, as shown in the flowchart in appendix 4, ranging
from 118 per 1000 in men to 149 per 1000 in women (table 15). The age-
standardised prevalence was 102 (95% CI 89 to 116) per 1000 men and 144 (95%
Cl 129 to 159) per 1000 women (table 16). Most people (n=537, 79%) said they had
used one type of test, but 103 reported two types of tests, 24 reported three types of
tests, and 14 reported four or more types of tests. The most commonly reported test,

by 341 (68 per 1000) people, was for diabetes.
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Table 15: Crude prevalence of test use reported on the initial questionnaire.

All (n=5025) Men (n=2285) Women (n=2740)
Test n Prevalence [a] n Prevalence [a] n Prevalence [a]
Diabetes 341 67.9 136 59.5 205 74.8
Urine infection 127 25.3 21 9.2 106 38.7
Cholesterol 120 23.9 57 24.9 63 23.0
Blood in the stool 114 22.7 66 28.9 48 17.5
Vaginal infection 27 9.9
Allergies 48 9.6 15 6.6 33 12.0
Menopause 25 9.1
Prostate disorders 11 4.8
Low blood count 20 4.0 9 3.9 11 4.0
Sperm count 8 3.5
Kidney disorders 10 2.0 > * * >
Chlamydia 9 1.8 > > > >
HIV infection *%* *% *% *% *%* *%*
Other 18 3.6 6 2.6 12 4.4
Subtotal [b] 678 134.9 269 117.7 409 149.3
High blood pressure 822 163.6 389 170.2 433 158.0
Subtotal [c] 1232 245.2 539 235.9 693 252.9
Pregnancy 1023 373.4
Total [d] 1450 529.2

[a] Prevalence per 1000 respondents.

[b] Refers to use of any self-test excluding a test for high blood pressure or pregnancy and is less than
the sum of the components because some respondents used more than one type of test.

[c] Refers to use of any self-test and/or a test for high blood pressure but excluding a test for
pregnancy and is less than the sum of the components because some respondents used more than
one type of test.

[d] Refers to use of any self-test and/or tests for high blood pressure and pregnancy and is less than
the sum of the components because some respondents used more than one type of test.

** Numbers less than five and results that could lead to the deduction of numbers less than five have
been masked to protect against deductive disclosure.
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Table 16: Age standardised prevalence of test use reported on the initial

questionnaire.

Men (n=2285) Women (n=2740)
95% confidence 95% confidence
Prevalence [a] , Prevalence [a] .
Test interval interval

Self-test excluding for
high blood pressure 102.4 88.8t0 116.1 144.2 129.3 to 159.2
or pregnancy

High blood pressure 142.8 127.2 to 158.5 140.9 126.9 to 155.0
Subtotal [b] 197.8 179.3 t0 216.2 236.4 217.6 to 255.2
Pregnancy 4231 395.6 t0 450.5
Total [c] 554.6 524.1 to 585.1

[a] Prevalence per 1000 respondents.

[b] Refers to use of any self-test and/or a test for high blood pressure but excluding a test for
pregnancy.

[c] Refers to use of any self-test and/or tests for high blood pressure and pregnancy.

Use of a test for high BP was reported by 822 (164 per 1000) people (table 15), as

shown in the flowchart in appendix 4, and most (n=554, 67%) reported no other use
or only having also used a pregnancy test. The crude prevalence of the reported use
of a self-test for high BP was 170 per 1000 men and 158 per 1000 women. The age-
standardised prevalence was 143 (95% CI 127 to 159) per 1000 men and 141 (95%

Cl1 127 to 155) per 1000 women (table 16).

Overall, use of a test for high BP and/or another test other than for pregnancy was
reported by 1232 (245 per 1000) respondents, as shown in the flowchart in appendix

4, ranging from 236 per 1000 in men to 253 per 1000 in women (table 15). The age-
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standardised prevalence was 198 (95% CI 179 to 216) per 1000 men and 236 (95%

Cl 218 to 255) per 1000 women (table 16).

Use of a pregnancy test was reported by 1023 (373 per 1000) women (table 15), and
most (n=757, 74%) reported not using any other tests, as shown in the flowchart in
appendix 4. The age-standardised prevalence of having used a pregnancy test was
423 (95% CI1 396 to 451) per 1000 women (table 16). Overall, 1450 women reported
having used any test, that is a test for high BP and/or a pregnancy test and/or
another test. The crude and age-standardised prevalence of having using any test

were 529 and 555 (95% CI 524 to 585) per 1000 women respectively.

4.6.3 In-depth questionnaire
4.6.3.1 Study population

Nine hundred and four people from the final four practices who were eligible for an in-
depth questionnaire said that they had used a test for high BP and/or another test
other than a pregnancy test, as shown in the flowchart in appendix 7. Six hundred
and sixty five of them consented to an in-depth questionnaire, but 658 were sent out:
four people were excluded because it was not possible to confirm if they were the
intended recipient as they did not give an sex and/or age on the initial questionnaire,
and three people returned the initial questionnaire after the second questionnaires
had been mailed. Two questionnaires were undelivered, as shown in the flowchart in
appendix 8, leaving 656 (table 17). Over three quarters were returned (n=497, 76%)

of which 26 were blank, leaving 471 (72%) completed questionnaires. Three were
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excluded because the person gave a different sex and/or age than the details held by

the practice, leaving 468 (71%) eligible questionnaires. These people had a similar

age and sex profile to people who initially reported having used a test for high BP

and/or another test other than for pregnancy (table 17).

Table 17: Response rates to the in-depth questionnaire and age and sex of recipients

and eligible respondents compared with people who initially reported use.

Reported Study population for Returned eligible in-depth
use [a, b] in-depth questionnaire [b] questionnaire [b]
n Y%oftotal| n % oftotal % ofinitialuse| n % of total Response rate (%)

Male 408 45 296 45 71 215 46 73
Female | 496 55 360 55 72 253 54 70
Total 904 656 72 468 71
Male

18-34 22 5 11 4 50 7 3 64
35-44 39 10 30 10 75 18 8 60
45-54 61 15 47 16 76 33 15 70
55-64 141 35 103 35 71 78 36 76
65-74 98 24 73 25 74 56 26 77
75+ 47 11 32 11 68 23 11 72
Female

18-34 56 11 38 11 68 22 9 58
35-44 73 15 53 15 73 41 16 77
45-54 94 19 75 21 79 54 21 72
55-64 141 28 106 29 75 76 30 72
65-74 90 18 62 17 68 42 17 68
75+ 42 8 26 7 62 18 7 69

[a] Use of any self-test and/or tests for high blood pressure but excluding tests for pregnancy.

[b] Age and sex from initial questionnaire or from practice if not available from initial questionnaire.

4.6.3.2

Prevalence of use

One hundred and thirty two (56%) of the 235 people who initially reported use of a

test other than for high BP or pregnancy indicated that they had used this test without
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clinical involvement (table 18), as shown in the flowchart in appendix 8. Use was
usually confirmed for the tests most commonly reported on the initial questionnaire:
74 of 119 people who originally reported having used a diabetes test, 26 of 39 people
who originally reported using a test for urine infections, 28 of 35 people who originally
reported having used a cholesterol test, five of 7 people who originally reported using
a test for vaginal infections, and 11 of 15 people who originally reported using a test
for allergies confirmed their use. In contrast though, less than five of 49 people who
initially said they had used a self-test for blood in the stool without a health
professional had actually done so. No valid use was reported for less frequently

reported tests for sperm count, kidney disorders, chlamydia or HIV infection.

The crude prevalence of the confirmed use of tests other than for high BP or
pregnancy ranged from 23 per 1000 in men to 49 per 1000 in women (table 18). The
age-standardised prevalence was 22 (95% CI 14 to 30) per 1000 men and 47 (95%
Cl1 37 to 57) per 1000 women (table 19). If everyone who initially reported use but
was not sent or did not return an eligible in-depth questionnaire had the same sex-
and age-specific rates of confirmed use as eligible responders, the age-standardised
prevalence would increase to 55 (95% CI 41 to 68) per 1000 men and 95 (95% CI 81

to 110) per 1000 women (table 19).
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Table 18: Tests initially reported by eligible respondents to the in-depth questionnaire

and crude prevalence of confirmed test use.

Confirmed use

Eligible
questionnaire All (n=3547) Men (n=1640) Women (n=1907)
n Prevalence Prevalence Prevalence

Test [a] [a] [a]
Diabetes 119 74 20.9 19 11.6 55 28.8
Urine infection 39 26 7.3 o o o bl
Cholesterol 35 28 7.9 12 7.3 16 8.4
Blood in the stool 49 bl ** ** o o bl
Vaginal infection 7 5 2.6
Allergies 15 11 3.1 ** ** ** >
Menopause 5 5 2.6
Prostate disorders o bl **

Low blood count o bl bl 0 0.0 o bl
Sperm count ** 0 0.0

Kidney disorders > 0 0.0 0 0.0 0 0
Chlamydia ** 0 0.0 0 0.0 0 0
HIV infection 0 0 0.0 0 0.0 0 0
Other 8 8 2.3 > ** ** >
Subtotal [b] 235 132 37.2 38 23.2 94 49.3
High blood pressure 330 254 71.6 119 72.6 135 70.8
Total [c] 468 328 92.5 139 84.8 189 99.1

[a] Prevalence per 1000 respondents to the initial questionnaire.

[b] Refers to use of any self-test excluding a test for high blood pressure or pregnancy and is less than
the sum of the components because some respondents used more than one type of test.

[c] Refers to use of any self-test and/or a test for high blood pressure but excluding a test for

pregnancy and is less than the sum of the components because some respondents used more than

one type of test.

** Numbers less than five and results that could lead to the deduction of numbers less than five have

been masked.
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Table 19: Age standardised prevalence of confirmed test use and postulated age

standardised prevalence.

Men (1640) Women (n=1907)

95% confidence 95% confidence
Prevalence [a] : Prevalence [a] .
interval interval

Test

Confirmed use

Self-test excluding
for high blood pressure 21.9 14.1 10 29.8 46.9 36.9 to 56.8
or pregnancy

High blood pressure 57.5 46.0 to 69.1 63.2 51.9to 74.5
Total [b] 68.6 55.9 to 81.3 91.5 77.7 to 105.3

Postulated use [c]

Self-test excluding
for high blood pressure 54.7 41.4t0 67.9 95.2 80.6 to 109.9
or pregnancy

High blood pressure 112.2 95.0t0 129.3 122.8 106.7 to 138.8
Total [b] 144.3 124.7 to 163.8 182.3 162.5 to 202.1

[a] Prevalence per 1000 respondents to the initial questionnaire.

[b] Refers to use of any self-test and/or a test for high blood pressure but excluding a test for
pregnancy.

[c] Postulated age standardised prevalence if everyone who initially reported use but was not sent or
did not return an eligible in-depth questionnaire had the same sex- and age-specific rates of confirmed
use as eligible responders.

Use of a test for high BP was confirmed for 254 (77%) of 330 people who initially
reported use, as shown in the flowchart in appendix 8, ranging from 71 per 1000 in
women to 73 per 1000 in men (table 18). The age-standardised prevalence was 58
(95% CI 46 to 69) per 1000 men and 63 (95% CI 52 to 75) per 1000 women (table
19). If everyone who initially reported use but was not sent or did not return an
eligible in-depth questionnaire had the same sex- and age-specific rates of confirmed

use as eligible responders, the age-standardised prevalence would increase to 112
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(95% CI 95 to 129) per 1000 men and 123 (95% CI 107 to 139) per 1000 women

(table 19).

Overall, use of a test for high BP and/or another test other than for pregnancy was
confirmed for 328 (92 per 1000) respondents, as shown in the flowchart in appendix
8, ranging from 85 per 1000 in men to 99 per 1000 in women (table 18). The age-
standardised prevalence was 69 (95% CI 56 to 81) per 1000 men and 92 (95% CI 78
to 105) per 1000 women (table 19). If everyone who initially reported use but was not
sent or did not return an eligible in-depth questionnaire had the same sex- and age-
specific rates of confirmed use as eligible responders, the age-standardised
prevalence would increase to 144 (95% CIl 125 to 164) per 1000 men and 182 (95%

Cl1 162 to 202) per 1000 women (table 19).

People accessed different tests in different ways (table 20). People who had used
cholesterol tests and tests for high BP were most likely to have bought them from a
pharmacy to use at home. In contrast, people who had used tests for diabetes had
usually borrowed a friend’s or relative’s testing equipment, and people who had used

tests for urine infection had most often accessed testing equipment at work.

People also used tests for different reasons (table 21). The most common reasons
for people who had used tests for high BP were because the test was available, a
desire for reassurance and curiosity. Similar to this, the most common reasons for

people who had used a cholesterol test were a desire for reassurance, because the
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test was available and curiosity. For diabetes, the most common reason was
because of the family risk of the condition, followed by because the test was
available, a desire for reassurance and curiosity. In contrast, although the number of
users was smaller, most people who had used tests for urine infection said that this
was because they had symptoms and wanted a diagnosis. This was also one of the
most common reasons for using a test for allergies, although a similar number of

users said that they had used the test simply because it was available.

Table 20: Methods reported on the in-depth questionnaire for accessing tests.

Test High blood Diabetes Cholesterol . Urln_e
pressure infection
% of % of % of % of

How accessed n n n
users users users users

Bought over
the internetto | 16 6.3 *x >k *x *k o *k
use at home

Bought from
pharmacy or chemists | 143  56.3 18 24.3 15 53.6 9 34.6
to use at home

Paid to have done at | ,, o o *x o *
pharmacy or chemists

Doneforfreeat| 4, 43 | g 408 | 5 179 | = =
pharmacy or chemists

Used equipment

23 91 19 25.6 ** *x 13 50.0
at work

Usedfriend'sor| 73 5g7 | 49 549 | = = | =
relative’s equipment
Other | 23 9.1 > > > > 0 0
Number of users [a] | 254 74 28 26

[a] Number of users is more than the sum of the ways tests were accessed as respondents were able
to specify more than one way that they had accessed the test.

** Numbers less than five and results that could lead to the deduction of numbers less than five have
been masked.
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Table 21: Reasons reported on the in-depth questionnaire for using tests.

Test High blood Diabetes Cholesterol . Urlnle Allergies
pressure infection
R % of % of % of % of % of
eason
users users users users users
Available | 128 504 | 31 41.9 11 39.3 1 42.3 7 6.4
Curious | 108 425 | 30 405 9 32.1 o b o o
Like to do routine x4 o ok *k
health checks 101 39.8 | 21 28.4 6 21.4
Reassurance | 119 46.9 30 40.5 15 53.6 5 19.2 ** *x
Symptomsand | 5, 454 | o9 270 | 0 0 |21 808 | 6 55
wanted diagnosis
Familyrisk | ga 955 | 32 432 | = = 0 0 W
of condition
Higher risk for 14 55 x x 0 0 0 0 . x
other reasons
Didn’t want to * *k * >k
bother doctor 30 11.8 11 14.9 8 30.8
Easier and/or more
convenient than | 77 30.3 23 311 8 28.6 10 38.5 ** *
visiting doctor
Embarrassed 0 0 0 0 0 0 0 0 0 0
to go to doctor
Didn’t think was *k *% *% *% *% sk
suitable for doctor 22 8.7 10 13.5
Wanted evidence to |,y g | w s | e« | 40 385 | 0 0
justify visit to doctor
Been to doctor but 0 0 . - 0 0 * o * *k
not solved problem
Other | 29 11.4 o o 5 17.9 o o 0 0
Number of users [a] | 254 74 28 26 11

[a] Number of users is more than the sum of the reasons given for using tests as respondents were
able to specify more than one reason.

** Numbers less than five and results that could lead to the deduction of numbers less than five have

been masked.
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46.4 Summary of this section

This section set out estimates of the prevalence of self-test use derived from the
initial questionnaire and based on use confirmed by the in-depth questionnaire. The
initial questionnaire asked whether people from a population-based sample had used
any of a list of self-tests or a pregnancy test or test for high BP. An in-depth
questionnaire sent to people who had reported use of a test for high BP and/or
another test other than for pregnancy included a section asking for details so that use

could be confirmed, leading to a refinement of the prevalence estimate.

The initial questionnaire suggests that about one in 10 men and one in seven women
have used a self-test other than for pregnancy or high BP. This was based on
questionnaires received from 5025 people (63% of 7964 delivered) who had a
broadly similar sex- and age-profile to the general population, although higher
proportions of them were from white ethnic groups or retired rather than economically

inactive for other reasons. The most commonly reported test was for diabetes.

The in-depth questionnaire sent to respondents to the initial questionnaire who
reported use of a test for high BP and/or another test other than for pregnancy had a
response rate of 71% (468 eligible completed of 656 delivered). This represented
only 52% of such use reported on the initial questionnaire (904 people reported use
of a test for high BP and/or another test other than for pregnancy on the initial
questionnaire), but the sex- and age-profile of respondents was broadly similar to

people who reported having used these tests on the initial questionnaire.
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One hundred and thirty two (56%) of the 235 people who initially reported use of a
test other than for high BP or pregnancy had used the test without clinical
involvement. This meant that a lowest limit for prevalence could be calculated, that
about one in 46 men and one in 21 women have used a test other than for high BP or
pregnancy. This, however, did not take account of respondents to the initial
questionnaire who were not sent or did not return an eligible in-depth questionnaire
and who, therefore, could not contribute. To allow for them, an exploratory analysis
was conducted. It was assumed that everyone who initially reported use but was not
sent or did not return an eligible in-depth questionnaire had the same sex- and age-
specific rates of confirmed use as eligible responders. As a result, it was estimated
that around one in 18 men and one in 11 women have used a self-test other than for

pregnancy that required them to take their own biological sample.

Finally, the in-depth questionnaire confirmed that people had accessed self-tests in a
variety of ways, which varied depending on the type of test. People who had used
cholesterol tests, for example, were most likely to have bought them from a
pharmacy to use at home, whereas people who had used tests for diabetes had
usually borrowed a testing device. People had also used tests for a range of reasons.
People who had used cholesterol tests, for example, were most frequently looking for
reassurance, whereas people who had used tests for urine infection usually had
symptoms and wanted a diagnosis. The next section describes the results from the
sections of the in-depth questionnaire that dealt with factors that may be related to

self-test use.
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4.7 Factors associated with self-test use

4.71 Overview of this section

Interviews with a sample of respondents to the initial questionnaire and a systematic
literature review led to the design of an in-depth questionnaire to collect data on
factors that may be related to self-test use. This was sent to willing respondents to
the initial questionnaire who had and had not reported self-test use. Questionnaires
sent to people who had used self-tests included an extra section asking for details of
use so that this could be confirmed, enabling the determination of factors that predict

confirmed self-test use.

This section presents an analysis of data from the in-depth questionnaire with the
aim of determining factors that predict confirmed self-test use. The outcome variable
was whether the respondent had ever used or had never used a self-test without
clinical involvement. The explanatory variables in the analysis mostly originated from
the in-depth questionnaire, although three (ethnic group, self-rated health and
employment status) came from the initial questionnaire and IMD 2007 scores were

assigned based on respondents’ postcodes.

Initially, the mailing of the in-depth questionnaires is described: the sample of people
who were eligible for an in-depth questionnaire, the subset who consented to a
questionnaire, the number of people who were excluded and the reasons for
exclusion, and the numbers of questionnaires that were sent out, undelivered,

returned, completed and eligible for analysis. The accuracy of data entry is then
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reviewed, for sections about self-test use and sections collecting data on factors that

may be associated with use.

A descriptive analysis is conducted for each explanatory variable, that is the
proportion of people with each option. This is compared with population-based data
from other sources, where available. Simple univariate analyses are then used to
explore the association between the outcome variable and each explanatory variable.
Appropriate statistical tests are applied and significant results are highlighted. Finally,
forward stepwise multiple logistic regression analyses are used to identify those
variables that together best predict self-test use. Two approaches are used: for the
first, all explanatory variables are entered without selection; for the second, variables
are selected for entry based on analyses of explanatory variables grouped according
to their focus, for example personal characteristics. It was felt that the second
approach would test the robustness of the analysis of all variables without selection

and may give a model that indicates important factors from a fuller range of areas.

4.7.2 In-depth questionnaire mailing

Thirty eight of 5713 initial questionnaires mailed to people from the final four general
practices were undelivered, leaving 5675. Two thirds were returned (n=3752, 66%):
157 were blank and 3595 (63%) were completed, as shown in the flowchart in
appendix 2. Six people who reported using non-sex-appropriate tests (see section
4.6.2.1) and 84 people who gave a different sex and/or age from the details provided

by the practice were excluded, although some of the age/sex discrepancies were
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later resolved, as shown in the flowchart in appendix 3. This left 3505 people from

the final four practices who were eligible to be sent an in-depth questionnaire.

Two thousand two hundred and five (63%) of the 3505 people had consented to an
in-depth questionnaire, but 2174 (98%) were sent out. Thirty one people were
excluded, as shown in the flowchart in appendix 7: it was not possible to confirm if 11
people were the intended recipient as they did not give their sex and/or age on the
initial questionnaire, three people added free text that contradicted their willingness to
be sent another questionnaire, and 17 people returned the initial questionnaire after
the in-depth questionnaires were mailed. Eight questionnaires were undelivered,
leaving 2166. Three quarters were returned (n=1615, 75%), but 78 were blank,
leaving 1537 (71%) completed questionnaires. Sixteen were excluded because the
person gave a different sex and/or age (>2 years) from the general practice, leaving

1521 (70%) eligible questionnaires, as shown in the flowchart in appendix 8.

The 3505 people who were eligible to be sent an in-depth questionnaire included 904
people already described in section 4.6.3.1 who initially reported use of a test for high
BP and/or another test other than for pregnancy, as shown in the flowchart in
appendix 7. These 904 people included 487 people who initially reported use of a
test other than for high BP or pregnancy, also as shown in the flowchart in appendix
7. Three hundred and sixty eight of them (76%) consented to an in-depth
questionnaire, but 363 (76%) were sent out. Five people were excluded, as shown in

the flowchart in appendix 7: it was not possible to confirm if four people were the
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intended recipient as they did not give their sex and/or age on the initial
questionnaire, and one person returned the initial questionnaire after the in-depth
questionnaires were mailed. Two questionnaires were undelivered, leaving 361.
About 70% were returned (n=254), but 16 were blank, leaving 238 (66%) completed
questionnaires. Three were excluded because the person gave a different sex and/or
age (>2 years) from the practice, leaving 235 (65%) eligible questionnaires, as shown

in the flowchart in appendix 8.

4.7.3 Report on data quality
4.7.3.1 Sections collecting data on potentially associated factors

One hundred and fifty six single- and double-entered data items were compared for
241 questionnaires (approximate 15% sample) (see section 3.6.7). There were 480
discrepancies concerning 180 questionnaires, although most had few discrepancies:

158 had one to four and only 22 had five or more discrepancies.

There were no discrepancies for 48 of the 156 data items. Eighty data items had only
one to three discrepancies (discrepancy rate, that is discrepancies divided by people
with data entered in this field in the single or double entry databases, less than 1.5%)
and they did not appear to be systematic errors. Six data items had higher
discrepancy rates, but the discrepancies were minor differences in free text fields or
concerned data items that would not be included in the final analysis (date received
and title). Sixteen data items also had higher discrepancy rates but the discrepancies

did not appear to be systematic errors and were usually differences in the degree of
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an answer, for example “Slightly agree” and “Moderately agree”, or between a
negative answer and a “BLANK” field rather than between a positive and negative
answer. It was decided, therefore, that no further action would be taken for these 150
data items, although discrepancies identified in this sample of questionnaires (except
for those concerning free text fields or data items that would not be included in the

final analysis) were resolved.

Six data items had discrepancy rates greater than 1.5% and the discrepancies
appeared to indicate systematic errors in data entry. This was confirmed during the
process of checking the questionnaires and entering the correct data in the single
entry database, for example the person entering data had consistently picked “Fairly
easy” from the drop-down menu instead of “Fairly difficult”. For one of these data
items though, the discrepancy rate was still fairly low (3.3%) and the errors would not
have had an important impact on the analysis: “Not at all” had been entered rather
than “BLANK” or vice versa. No further action was, therefore, taken for this data item
other than correcting the discrepancies for this sample of questionnaires. For two
other data items, most of the errors (83 of 87 and 85 of 86) had been made by one
person, who had entered “BLANK” instead of “No” in these fields. As well as
resolving the discrepancies for this sample of questionnaires, all questionnaires
entered by this clerk with “BLANK” in either of these fields but without “Yes” in the
other field (as “Yes” in one of the fields made the other redundant) were checked and
correct answers entered in the single entry database. As a result, another 492 of 512
“‘BLANK” entries were amended to “No”. For the other three data items, the errors

were made by several data clerks and, therefore, as well as resolving the
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discrepancies for this sample of questionnaires, all questionnaires with the relevant
entry in those fields were checked. As a result, another 29 of 297 data entries, 15 of

719 data entries, and 11 of 734 data entries were amended.

The discrepancy rate for each person who had entered data was also reviewed
based on discrepancies identified during the comparison of the single and double
entry databases. After removing discrepancies related to the misinterpretation of data
entry for two data items by one person, as described above, discrepancy rates varied
from 0.13% to 0.88%. It was considered that this was acceptable, and no further

checks were conducted for individual data entry clerks.

4.7.3.2  Sections collecting data on self-test use

For the 10% sample of sections that collected details of self-test use, there were 62
discrepancies involving 10 (of 50) questionnaires and 14 (of 65) sections on self-test
use. At least one discrepancy was found for 14 of the 77 data items that were
compared. Three had one discrepancy: two were true discrepancies where the
original entry was correct and the third was a free text field with a minor difference.
Four data items had two discrepancies: two were true discrepancies where the
original entry was correct and the other two were free text fields with minor
differences. One data item had three discrepancies, but this was a free text field with
minor differences. Finally, six data items had eight discrepancies. The affected data
items had all been added after the questionnaire had been sent to a restricted

number of respondents (see section 3.6.3). In all except one of these discrepancies,
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the single data entry database had been left empty, whereas “BLANK” had been
entered in the double data entry database. The outstanding discrepancy was an
incorrect entry other than “BLANK” in the double data entry database. In all the
discrepancies identified, the original database was correct or no amendments were

needed and, therefore, no further action was taken.

4.7.4 Descriptive analysis of respondents
4.7.41 Overview of this section

This section describes characteristics of the 1521 eligible respondents to the in-depth
questionnaire based on their responses to the initial and in-depth questionnaires. The
characteristics are described for each section of the questionnaire. Population-based

data, where available, are presented for comparison.

4.7.4.2 Background information
4.7.4.2.1 Sex

Only one of the 1521 people did not give their sex on the in-depth questionnaire, but
this was available from their initial questionnaire, which had been checked against
information from their practice. Just over 57% (n=873) of the group were women and
42.6% (n=648) were men, significantly different (p<0.001) from the 51.3%

(n=20579.3)/48.7% (n=19678.8K) split in the population of England in 2008 [201].
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4.7.4.2.2 Age

Nine of the 1521 people did not give their age on the in-depth questionnaire, but this
was available from their initial questionnaire, which had been checked against
practice records. Ages ranged from 18 to 100 years (interquartile range (IQR) 43-64)
and the mean (53.9) and median (55) ages were similar. When using 10 year age
bands, respondents were most commonly 50-59 years (table 22). This contrasts with
the population of England in 2008 [201]: the mean (47.6), median (46) and 25th

percentile were lower (IQR=32-63) and people were most commonly aged 18-29.

Table 22: Age of in-depth questionnaire respondents compared with the population of
England in 2008 [a].

Respondents England [a]

Sex n % n %
18-29 98 6.4 8,330,400 20.6
30-39 175 115 7,010,500 17.3
40-49 287 18.9 7,595,100 18.8
50-59 384 25.2 6,177,900 15.3
60-69 376 24.7 5,320,500 13.2
70-79 142 9.3 3,648,900 9.0

80+ 59 3.9 2,354,800 5.8
Total 1521 40,438,100

[a] Office for National Statistics. Mid-2008 Population Estimates: England; estimated resident
population by single year of age and sex. Available at:
http://www.statistics.gov.uk/statbase/Product.asp?vink=15106. Accessed 20 April 2010.

4.7.4.2.3 Ethnic group

Everyone included in this analysis gave their ethnic group on the initial questionnaire,

and the overwhelming majority of them were white (98.6%, n=1500), compared with
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an estimated 89.4% (n=34633.8k) of the population of England in 2007 (n=38738.2k)

[202].

4.7.4.2.4 Index of Multiple Deprivation

An IMD 2007 score was assigned to all 1521 respondents included in the analysis
[111]. Scores ranged from 1.4 (more affluent) to 62.4 (more deprived) (IQR 9.0-16.8)
and the mean and median were 13.2 and 11.6 respectively. The range of scores,
mean and median for lower layer super output areas in England in 2007 were 0.4-
85.5 (IQR 9.6-30.2), 21.7 and 17.1 respectively [80], suggesting that respondents to

this survey were relatively more affluent than the population of England.

4.7.4.2.5 Qualifications

In line with the 2001 Census [203], respondents were categorised by the highest
qualification attained: level 4-5 is the highest level (NVQ levels 4 and 5, HNC, HND,
first degrees, higher degrees, and professional qualifications as a doctor, dentist,
teacher or nurse), followed by level 1-3 (NVQ levels 1 to 3, O’levels and the modern

equivalent, and A’levels), other qualifications or level unknown, and no qualifications.

Thirty one people (2.0%) did not answer the question and 58 people (3.8%) checked
the other box and any free text given could not be fitted into levels 1 to 5. Most of the
other respondents had level 1-3 (40.6%) or level 4-5 (40.4%) qualifications. Only

13.1% had no qualifications (table 23). Although a similar proportion of 2001 Census

respondents (43.6%) had level 1-3 qualifications, a lower proportion had level 4-5
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qualifications (20.6%) and a higher proportion reported no qualifications (28.7%)
[204]. The Census results refer to people aged 18-74 years, but the proportion of
respondents aged under 75 years from this survey with level 4-5 qualifications was
still high (577 of 1402, 41.2%), suggesting that respondents to this survey are

relatively more qualified than the population of England.

Table 23: Qualifications of in-depth questionnaire respondents compared with 2001

Census respondents [a].

Respondents 2001 Census [a]
Qualifications n % n %
Level 4-5 615 40.4 7,059,279 20.6
Level 1-3 618 40.6 14,951,568 43.6
Other or level unknown 89 59 2445753 71
None 199 1341 9,844,225 28.7
Total 1521 34,300,825

[a] Office for National Statistics. 2001 Census — standard tables. Table S105 Sex and age by highest
level of qualification. Available at: https://www.nomisweb.co.uk/Default.asp. Accessed 17 August
2010.

4.7.4.2.6 Employment status

Categories provided on the initial questionnaire were in line with those used in the
Census [200] and everyone included in this analysis answered this question. The
highest proportion of respondents (47.6%) were employed, another 12.1% were self-
employed, and another four said that they were working and studying (table 24). Just
over a quarter (26.1%) of respondents were retired and another 13.9% (n=212) were
economically inactive, that is they did not have an income and were looking after the

home, sick, studying, looking for a job, or another option. The pattern for respondents
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was broadly similar to the 2001 Census [200]: most people from the Census were
employed (54.0%) followed by retired (14.0%) and self-employed people (8.6%). The
Census reported, however, that only 14.0% of people were retired compared with
26.1% of respondents to this survey. The Census data are for people aged 18-74
years, but 22% (n=303) of 1402 respondents to this survey aged under 75 said that

they were retired, still considerably more than the population of England in 2001.

Table 24: Employment status of in-depth questionnaire respondents compared with

2001 Census respondents [a].

Respondents 2001 Census [a]
Employment status n % n %
Employed 724 47.6 18,519,165 54.0
Self-employed 184 121 2,951,461 8.6
Economically active full-time student 4 0.3 592,329 1.7
Retired 397 26.1 4,810,450 14.0
Looking after home/family 76 5.0 2,308,928 6.7
Sick/disabled 22 14 1,881,954 55
Economically inactive student 22 14 1,020,507 3.0
Looking for job 19 1.2 1,136,522 3.3
Other 73 4.8 1,079,509 3.1
Total 1521 34,300,825

[a] Office for National Statistics. 2001 Census — standard tables. Table S028 Sex and age by
economic activity. Available at: https://www.nomisweb.co.uk/Default.asp. Accessed 11 August 2010.

4.7.4.2.7 Work as a health professional

Most respondents (n=1508) completed this question. One hundred and fifty three of
them (10.1%) had ever worked as a health professional, whereas 89.9% (n=1355)
had not done so. Just over 9% (n=2012.9k) of employed people aged 18-74 years

(n=21983.5k) in the 2001 Census were classified as working as health professionals,
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health and social welfare associate professionals or in the caring personal service
occupations [205]. This does not include past occupations, which suggests that

health professionals are not over-represented among respondents.

4.7.4.3 Knowledge and views of self-tests
4.7.4.3.1 Confidence using a self-test

Fifty three people did not answer the question about how confident they would be
using self-tests. Only 3.7% of the remaining 1468 people said that they would be very
unconfident and only 4.5% said that they would be fairly unconfident (table 25).
Instead, most people said that they would be fairly (49.4%) or very confident (24.5%)

using a self-test.

Table 25: Confidence using a self-test of in-depth questionnaire respondents.

How confident respondents felt using self-tests n %
Very confident 359 245
Fairly confident 725 494
Neither confident nor unconfident 263 17.9
Fairly unconfident 66 4.5
Very unconfident 55 3.7
Total 1468

4.7.4.3.2 Knowledge of tests

Respondents were asked if they knew whether any of a list of named self-tests or
any other self-test was available before receiving the initial questionnaire. A score

was generated by adding one for each test that the respondent had checked but zero
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if the respondent had marked “No” or “Don’t know”. Forty three respondents who left
all the answers blank were treated as having a missing score. For the other 1478
people, when all tests listed were included, the range of scores was 0-15 (out of 16)
(IQR 2-5) and the mean and median scores were 3.9 and 4 respectively. This
suggests a fairly poor knowledge of the availability of self-tests. Results were similar
when pregnancy tests were excluded (n=1478, range=0-14 (out of 15), IQR=1-4,
mean=3.0, median=3), when self-tests for high BP were excluded (n=1478, range=0-
14 (out of 15), IQR=2-4, mean=3.3, median=3), and when both were excluded

(n=1478, range=0-13 (out of 14), IQR=1-3, mean=2.4, median=2).

4.7.4.4 Habits and lifestyle
4.7.4.4.1 Smoking

Most people (n=1485) reported whether they smoked, and most (90.5%, n=1344) did
not do so. Only 9.5% (n=141) said that they smoked, considerably lower than the

21% prevalence reported from the 2007 General Household Survey [206].

4.7.4.4.2 Exercise

Most people (n=1487) answered the question about how often they exercised in their
free time so that they got at least a little warm, sweaty or out of breath (table 26).
People who responded most commonly did this level of exercise on about one or two
days (30.1%) or three or four days each week (28.3%). Less and more frequent
exercise was less common: 15.5% of people, for example, exercised to this level on

five days a week or more and 13.7% did so less than once a week but at least once a
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month. Much higher proportions of men (39%) and women (29%) surveyed for the
Health Survey for England in 2008 said that they did 30 minutes or more of at least
moderate activity on at least five days per week [207], but this included activities

such as housework and is not, therefore comparable with the in-depth questionnaire.

Table 26: How often in-depth questionnaire respondents exercised [a].

How often respondents exercised [a] n %

Five days a week or more 230 15.5
About three or four days a week 421 28.3
About one or two days a week 448 301
Less than once a week but at least once a month 203 13.7

Less than once a month 65 4.4

Never or almost never 120 8.1

Total 1487

[a] In their free time so that they got at least a little warm, sweaty or out of breath.

4.7.4.4.3 Fruit and vegetables

Most people (n=1487) reported how often they ate fruit or vegetables (table 27). Few
ate them infrequently, that is never or almost never (0.9%), less than once a week
(0.9%), or less than once a day but at least once a week (5.8%). Respondents most
commonly said that they ate fruit or vegetables about three or four times each day
(36.1%) or one or two times each day (33.1%). Nearly one quarter (23.3%) ate them
five times a day or more in line with current recommendations. Broadly similar to this,
the Health Survey for England in 2007 found that 29% of adults ate five or more

portions of fruit and vegetables per day [208].

196



Table 27: How often in-depth questionnaire respondents ate fruit or vegetables.

How often respondents ate fruit or vegetables n %

Five times a day or more 347 23.3
About three or four times a day 536 36.1
About one or two times a day 492 331

Less than once a day but at least once a week 86 5.8
Less than once a week 13 0.9
Never or almost never 13 09

Total 1487

4.7.4.4.4 Internet use

One thousand four hundred and eighty four people reported how often they used the
internet (table 28). In terms of more frequent use, 26.1% of respondents used the
internet about one or two times a day, 9.0% used it about three or four times a day,
and 17.5% used it five times a day or more. In terms of less frequent use, 21.2% of
respondents used the internet less than once a day but at least once a week, 6.3%
used the internet less than once a week and 19.9% never used the internet. Levels of
less frequent use were similar to the 2007 Omnibus survey [49] (24% of adults used
the internet at least once a week but not every day compared with 21% from this
survey), but levels of more frequent use, that is once a day or more, were lower

(53%) than the Omnibus survey (67%) [49].
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Table 28: How often in-depth questionnaire respondents used the internet.

How often respondents used the internet n %

Five times a day or more 259 17.5
About three or four times a day 133 9.0
About one or two times a day 388 26.1

Less than once a day but at least once a week 315 21.2
Less than once a week 93 6.3
Never or almost never 296 19.9
Total 1484

4.7.4.5 Knowledge of health recommendations

Most people (n=1487) answered whether they knew the recommended daily number
of portions of fruit or vegetables, and most who answered (92.3%, n=1372) correctly
stated that the recommendation is five portions each day. In contrast, only 20.7%
(n=307) of the 1486 people who answered the question knew that exercise is
recommended on at least five days each week. No population-based comparison

data was available for this question.

4.7.4.6 Advice and information about health problems

People were asked how often during the last 12 months they had sought (1) advice
about health problems from a range of people, and (2) information about health
problems from a range of sources. Scores were generated by adding two points if
“Three or more times” was marked for a relevant person or source, one point if “Once
or twice” was marked, but zero points if “Not at all” or “Not sure” were marked.

Respondents who left all the options blank were treated as having a missing score.
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4.7.4.6.1 Advice about health problems

Twenty two people had left all the options blank. For the other 1499 people, the
ranges of scores for advice from any person listed was 0-17 (out of 22) (IQR 1-5) and
the mean and median scores were 3.4 and 3 respectively. This suggests that

respondents had not often asked for advice about health problems.

One hundred and seventy two people had not checked answers for any of the four
lay people listed. For the other 1349 respondents, the range of scores for advice from
a lay person was 0-8 (out of 8) (IQR 0-2) and the mean and median scores were 1.4
and 1 respectively. Only 34 respondents had not checked answers for any of the five
health professionals listed. For the other 1487 people, the range of scores for advice
from a health professional was 0-10 (out of 10) (IQR 1-3) and the mean and median

scores were 2.0 and 2 respectively.

Only 1268 people marked an answer for how often they had asked for advice from a
complementary therapist and most (85.3%, n=1082) had not done so. Fifteen people
(1.2%) were not sure, but only 47 people (3.7%) had asked for advice three or more

times and only 124 people (9.8%) had asked for advice once or twice.

4.7.4.6.2 Information about health problems

Thirty seven people had left all the options blank. For the other 1484 people, the
range of scores was 0-15 (out of 20) (IQR 1-4) and the mean and median scores

were 2.8 and 2 respectively. Similar to advice about health problems, this suggests
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that respondents did not often seek information from these sources. When NHS
Direct was excluded, the range for the 1484 respondents was 0-14 (out of 18) (IQR

0-4) and the mean and median scores were 2.6 and 2 respectively.

4747 Health status
4.7.4.7.1 Self-rated health over the last 12 months

Only two of the 1521 eligible respondents to the in-depth questionnaire did not reply
to the question on the initial questionnaire about how their health had been over the
last 12 months. Most people who did reply said that their health had been good
(64.3%) or fairly good (28.6%) and only 7.1% felt it had not been good (table 29).
Respondents to the 2001 Census in the same age group had a similar pattern:
62.7% reported good health, 26.3% reported fairly good health, and 11.1% reported

not good health [199].

Table 29: Self-reported health status of in-depth questionnaire respondents

compared with 2001 Census respondents [a].

Respondents 2001 Census [a]
Self-reported health over last 12 months n % n %
Good 976 64.3 23,309,403 62.7
Fairly good 435 28.6 9,766,825 26.3
Not good 108 7.1 4,118,129 11.1
Total 1519 37,194,357

[a] Office for National Statistics. 2001 Census — standard tables. Table S016 Sex and age by general
health and limiting long-term iliness. Available at: https://www.nomisweb.co.uk/Default.asp. Accessed
11 August 2010.

200



4.7.4.7.2 Limiting long-term illness

Just over 35% (35.8%, n=536) of 1498 people who completed the question said that
they had a long-term illness and 203 of them (13.6% of 1498) said that this limited
their daily activities or the work they could do. This is less than the 21.2%
(n=7891.7k) of respondents to the Census in 2001 in the same age group

(n=37194.4k) who reported a limiting long-term iliness [199].

4.7.4.7.3 SF-8 physical and mental health measures

The SF-8 is a validated set of eight questions that assesses physical and mental
health status, with higher scores equating to better health [193]. Valid scores (replies
to all eight questions) were available for 1490 of the 1521 people eligible for this
analysis. Physical health measure scores ranged from 13.6 (minimum is 9.1) to 66.7
(maximum is 69.0) (IQR 46.7-56.7) with mean and median scores of 50.5 and 53.9
respectively. Values for the US population in 1999-2000 were only slightly lower,
ranging from 10 to 67 (IQR 44.0-55.9) with mean and median scores of 49.2 and
51.9 respectively [193]. Mental health measure scores in the study population ranged
from 15.1 (minimum is 5.5) to 68.8 (maximum is 71.7) (IQR 46.5-57.5) with mean and
median scores of 50.1 and 52.3 respectively. Again, values for the US population in
1999-2000 were only slightly lower, ranging from 8 to 67 (IQR 44.2-57.5) with mean

and median scores of 49.2 and 51.1 respectively [193].
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4.7.4.8 Thoughts about how to stay healthy and future illnesses
4.7.4.8.1 Things to stay healthy

Most people (n=1509) gave an answer for how often they thought about things to
keep themselves healthy. People who replied most commonly (36.0%) thought about
such things every day (table 30). The proportions of respondents then decreased as
frequency of healthy thoughts also decreased so that the lowest proportion of

respondents (4.6%) said that they had healthy thoughts never or almost never.

Table 30: How often in-depth questionnaire respondents had healthy thoughts.

How often respondents had healthy thoughts n %

Every day 543 36.0
Every two or three days 325 21.5
About once a week 297 19.7
Less than once a week but at least once a month 169 11.2

Less than once a month 106 7.0

Never or almost never 69 4.6

Total 1509

4.7.4.8.2 Future illnesses

Most people (n=1508) gave an answer for how often they thought about illnesses that
they might get in the future. People who replied most commonly (31.6%) usually
never thought about such things (table 31). In contrast to thoughts about how to stay
healthy, the proportion of respondents decreased as frequency of thoughts about
future illnesses increased so that the lowest proportion of respondents (6.6%) said

that they thought about future ilinesses every day.
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Table 31: How often in-depth questionnaire respondents thought about future

illnesses.
How often respondents thought about future illnesses n %
Every day 99 6.6
Every two or three days 125 8.3
About once a week 243 161
Less than once a week but at least once a month 258 171
Less than once a month 306 20.3
Never or almost never 477 31.6
Total 1508

4749 Views about health checks and medical tests

This section asked whether people agreed or disagreed with statements about health
checks and medical tests (table 32). Most of the 1493 respondents agreed (51.7%)
or strongly agreed (37.3%) that medical tests were reassuring. Similar to this, most of
the 1474 people who replied agreed (55.0%) or strongly agreed (20.1%) that they
were curious about their health, and most of the 1489 people who responded agreed
(48.0%) or strongly agreed (37.6%) that they liked the idea of routine health checks.
The final statement, that medical tests cause anxiety, gave a negative view of
medical tests, whereas the previous three had highlighted positive aspects. In
contrast to the positive statements where respondents had usually agreed, most of

the 1481 respondents disagreed (31.1%) with the final negative statement.
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Table 32: Views of in-depth questionnaire respondents about health checks and medical tests.

Tests are reassuring | Curious about health | Like routine checks | Tests cause anxiety
n % n % n % n %
Strongly agree 557 37.3 297 201 560 37.6 87 59
Agree 772 51.7 811 55.0 715 48.0 350 23.6
Neither agree nor disagree 150 10.0 305 20.7 177 11.9 410 27.7
Disagree 12 0.8 54 3.7 32 21 460 31.1
Strongly disagree 2 01 7 05 5 03 174 11.7
Total 1493 1474 1489 1481
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4.7.4.10 Views about visiting the GP

This section asked whether the person agreed or disagreed with eight statements
about visiting the GP (table 33). For four statements, more than 70% of those who
replied agreed or strongly agreed. The first was that the person would only go to the
doctor if they had symptoms, and nearly all of the 1496 respondents strongly agreed
(45.5%) or agreed (48.5%) with the statement. The second statement was that the
person did not like to bother the doctor unless it was really necessary, and 54.2% of
the 1490 respondents agreed and 32.1% strongly agreed. The third statement was
that the person liked to have evidence to justify a visit to the doctor, and 52.2% of the
1486 respondents agreed and 20.6% strongly agreed with this. The final statement
was that the person was confident that the doctor would try and do a test if asked,
and about one quarter of the 1491 respondents strongly agreed (26.2%) or agreed
(49.6%). The first three of these statements all described circumstances that
legitimise a visit to the doctor and respondents’ overwhelming agreement with them
suggests that they may hold off visiting their doctor until certain criteria are met. In
contrast, the last statement concerned visiting the doctor to ask for a test regardless

of any criteria, and most respondents were confident that their doctor would help.
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Table 33: Views of in-depth questionnaire respondents about visiting the GP.

Only if symptoms

Need symptoms

Don’t bother doctor

Only if severe or

for test serious symptoms
n % n % n % n %
Strongly agree 681 45.5 209 14.3 479 321 286 19.2
Agree 725 48.5 559 38.3 807 54.2 549 36.9
Neither agree nor disagree 51 34 410 281 117 7.9 218 14.7
Disagree 38 25 246 16.8 73 49 396 26.6
Strongly disagree 1 0.1 37 2.5 14 0.9 37 25
Total 1496 1461 1490 1486
Need evidence Embarrassed Happy to ask Confident doctor
to justify visit to tell doctor for check-up would do test
n % n % n % n %
Strongly agree 306 20.6 79 53 273 18.4 391 26.2
Agree 776 52.2 242 16.3 723 48.6 739 49.6
Neither agree nor disagree 242 16.3 231 15.6 274 184 251 16.8
Disagree 145 9.8 699 47.2 194 13.0 9% 6.4
Strongly disagree 17 11 231 156 23 15 14 0.9
Total 1486 1482 1487 1491
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For three other statements, higher proportions of people strongly disagreed or
disagreed, although most still strongly agreed or agreed. The first statement was that
symptoms or risk factors were needed to get a test done by the doctor. Over 50% of
the 1461 respondents strongly agreed (14.3%) or agreed (38.3%), but 16.8%
disagreed and 2.5% strongly disagreed. The second statement was that the person
would only go to the doctor if symptoms were severe or might be serious. Over half of
the 1486 respondents strongly agreed (19.2%) or agreed (36.9%) with this, but
26.6% disagreed and 2.5% strongly disagreed. The third statement was that the
person would be happy to ask the doctor for a routine check-up. Nearly half (48.6%)
of the 1487 respondents agreed and another 18.4% strongly agreed, but 13.0%
disagreed and 1.5% strongly disagreed. The first two statements again described
circumstances that legitimise a visit to the doctor or a request for a test. Most people
agreed with these statements, again suggesting that they may delay seeing a doctor
until certain criteria are fulfilled. In contrast, the last statement again concerned
asking for a check-up regardless of any criteria and again most respondents were

confident that their doctor would help.

The final statement was that the person would be embarrassed to tell their doctor
about personal problems. In contrast to every other statement, more than half of the
1482 respondents disagreed (47.2%) or strongly disagreed (15.6%). This indicates
that most did not see embarrassment as a bar to visiting the doctor, although the
minority who strongly agreed (5.3%) and agreed (16.3%) may perhaps have been

more likely to put off seeing their doctor in certain situations.
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In summary, five of the eight statements described circumstances that legitimise a
visit to the doctor or a request for a test, and most respondents agreed with them.
This suggests that respondents to this survey may delay seeing the doctor until
certain criteria are fulfilled. In contrast though, two statements concerned visiting the
doctor to ask for a check-up or test regardless of any criteria, and most respondents
were confident that their doctor would be open to these requests. Furthermore, most

respondents did not see embarrassment as a bar to visiting the doctor.

47411 Access tothe GP

This section asked how respondents found making an appointment with their GP and
then travelling to the surgery. Ten people did not reply to the question about how
easy or difficult they found getting an appointment as soon as they would like and
nine others had never had an appointment. Most of the remaining 1502 respondents
found this very easy (34.5%) or fairly easy (46.7%) (table 34). Thirteen people did not
report how easy or difficult they found getting an appointment at their GP surgery at a
suitable time and nine others had never had an appointment. Again, most of the
other 1499 respondents found this very easy (21.9%) or fairly easy (48.0%) (table
34). Eleven people did not report how easy or difficult they found travelling to their
GP surgery and five others had never been there. Once again, most of the other

1505 respondents found this very easy (64.5%) or fairly easy (27.5%) (table 34).
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Table 34: How easy or difficult in-depth questionnaire respondents found accessing
the GP.

A\;\?oi(l)(;)ﬂkaes At a suitable time Travel to surgery

n % n % n %

Very easy 518 34.5 328 21.9 971 64.5

Fairly easy 702 46.7 719 48.0 414 27.5
Neither easy nor difficult 136 9.1 204 13.6 80 5.3
Fairly difficult 109 7.3 173 115 32 21
Very difficult 37 25 75 5.0 8 0.5

Total 1502 1499 1505

4.7.4.12 Satisfaction with healthcare
4.7.4.12.1 Satisfaction with different aspects of GP consultations

This section included eight questions about consultations with the GP. Answers to
the questions were combined to give a score by adding five for “Very good”, four for
“Good”, three for “Fair” or “Don’t know”, two for “Poor” and one for “Very poor”. If one
or two of the eight answers were missing, the average of the given answers was
multiplied by eight. If more than two answers were missing, the score was treated as
missing and 22 people had missing scores. For the other 1499 respondents, scores
ranged from 9 (minimum is 8) to 40 (out of 40) (IQR 31-40). The mean and median
scores were 34.1 and 35 respectively, which suggests that satisfaction with GP

consultations was generally high.

This part of the questionnaire was adapted from the GPAQ: the true GPAQ includes
an extra “Excellent” option. Despite this difference, it is useful to note that the

benchmark summary score given for this section of the GPAQ based on data
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collected from 114123 respondents during 2005-6 is 76 [209]. As the GPAQ reports
scores on a 0-100 scale, a score of 76 out of 100 equates to a score of 30 out of 40,

which appears to confirm relatively high satisfaction for this group of respondents.

4.7.4.12.2 Overall satisfaction

This section asked about overall satisfaction with the person’s own healthcare and
healthcare provided to close friends and family. Nearly all of the 1508 people who
responded were very satisfied (47.8%) or satisfied (43.6%) with their own healthcare
(table 35). Most of the 1502 respondents were also satisfied (49.7%) or very satisfied
(25.6%) with care provided to others, but the level of satisfaction was lower and 8.6%

and 1.8% of respondents were dissatisfied and very dissatisfied respectively.

Table 35: Satisfaction of in-depth questionnaire respondents with healthcare.

Own care Other’s care
n % n %

Very satisfied 721 47.8 385 256
Satisfied 658 43.6 747 49.7
Neither satisfied nor dissatisfied 93 6.2 214 14.2

Dissatisfied 32 21 129 8.6

Very dissatisfied 4 0.3 27 1.8

Total 1508 1502
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47413 Beliefs about health
4.7.4.13.1 Health locus of control

This section concerned whether health is perceived to be controlled internally, by
powerful others, or by chance [114]. People were asked to indicate their level of
agreement or disagreement with six statements related to each loci of control. Scores
were then generated for each loci by adding six for strongly agree down to one for
strongly disagree for the answers to each of the relevant six statements. If one or two
of the six answers were missing, the average of the given answers was multiplied by

six, but the score was treated as missing if more than two answers were missing.

Twenty six people did not give answers for at least three statements about internal
control. For the 1495 respondents, scores ranged from six, the minimum possible, to
36 (out of 36) (IQR 22-27) with mean and median scores of 24.3 and 25 respectively.
Twenty nine people did not give answers for at least three statements about chance.
For the 1492 respondents, the lowest score was six, the minimum possible, and the
highest score was 35 (out of 36) (IQR 14-21) with mean and median scores of 17.9
and 18 respectively. Twenty six people did not give answers for at least three
statements concerning powerful others. For the 1495 respondents, scores ranged
from six, the minimum possible, to 36 (out of 36) (IQR 13-21) with mean and median
scores of 17.5 and 17 respectively. In line with these results, a population-based
survey of about 11000 people in Wales in 2001 reported mean scores of 24, 18 and

18 for the internal, chance and powerful others scales respectively [210]. This
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suggests that respondents to both these surveys tend to perceive their health as

being controlled internally, rather than by chance or powerful others.

4.7.4.13.2 Health value

As it is argued that health locus of control cannot be properly interpreted unless
account is taken of the value placed upon health by an individual [117-119], people
were asked to indicate their level of agreement or disagreement with four statements
about this. A score was generated by adding six for answers showing most value for
health down to one for answers showing least value. If one of the four answers was
missing, the average of the given answers was multiplied by four. If more than one
answer was missing, the score was treated as missing and 31 people did not give
answers for at least two statements. For the 1490 respondents, scores ranged from
four, the minimum possible, to 24 (out of 24) (IQR 15-21) with mean and median
scores of 18.0 and 18 respectively, which suggests that respondents placed a fairly

high value on their health.

47414 Self-test use

One hundred and thirty two (8.8%) of the 1521 people who returned eligible in-depth
questionnaires had used a self-test without clinical involvement, as shown in the

flowchart in appendix 8 and described in section 4.6.3.2.

212



4.7.4.15 Summary of descriptive analysis

Most respondents were from white ethnic groups. The sample also included a
significantly higher proportion of women than the population of England, and they
appeared to be older, more affluent and more qualified. Levels of employment and
self-employment were about the same as Census respondents, but respondents to
this survey were more likely to be retired, whereas Census respondents were more
likely to be economically inactive for other reasons. Comparison with Census data

suggests that health professionals were not over-represented in this survey.

About three quarters of respondents would have been confident using a self-test, but
most did not know about them. A much lower proportion of this sample smoked than
the sample from a large national population-based survey. Most respondents said
that they exercised about one to four days each week, although there were no
appropriate comparison data. Levels of consumption of fruit and vegetables and less
frequent use of the internet (at least once a week but not every day) were similar to
large national population-based surveys, although more frequent use of the internet
(once a day or more) was less prevalent in this survey. Most people knew the
recommended number of portions of fruit or vegetables, but only about one fifth knew

that exercise is recommended on at least five days each week.

The low mean and median scores for asking for advice for about health problems

suggested that respondents did not often ask for such advice. Similar to this, the low
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mean and median scores for information about health problems suggested that

respondents did not often seek information from the sources listed.

Over 90% of respondents felt that their health was good or fairly good, similar to the
2001 Census, and SF-8 mental and physical health measures also indicated that this
sample was fairly healthy. In contrast though, just over one third reported a long-term
illness, more than the one fifth of 2001 Census respondents. Respondents were most
likely to have healthy thoughts every day but never think about future ilinesses. They
placed a fairly high value on health but tended to have a greater belief that health
was controlled internally than by chance or powerful others, similar to a large

population-based Welsh survey in 2001.

Respondents were asked whether they agreed or disagreed with statements about
health checks and medical tests. They tended to agree with the positive statements,
for example that tests were reassuring, but disagree with the negative statement that
tests made them anxious. Respondents were also asked whether they agreed or
disagreed with statements about visiting the GP. Five statements described
circumstances that legitimise a visit to the doctor, for example having symptoms, and
respondents tended to agree with them, suggesting that they delay seeing the doctor
until certain criteria are met. In contrast, two statements concerned asking the doctor
for a check-up or test regardless of any criteria, and most people felt that the doctor

would help. Most also did not see embarrassment as a bar to visiting the doctor.
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Most people found it easy to get an appointment as soon as they would like, at a
suitable time, and to travel to their GP surgery. The mean and median scores for
satisfaction with consultations also suggested that this was high, supported by
comparison with benchmark scores for the scale. In line with this, over 90% of
respondents were satisfied with their own care and about three quarters were

satisfied with care given to friends and family.

Finally, 8.8% (n=132) of the 1521 eligible respondents were confirmed as having

used a self-test without clinical involvement.

4.7.5 Univariate analysis
4.7.51 Overview of this section

This section presents a univariate analysis of self-test use for each explanatory
variable from the initial and in-depth questionnaire. Appendix 35 summarises the
results. Proportions are presented to one decimal place, but results from statistical
tests, including p-values, are presented to three decimal places, where this was

presented by the statistical package, for precision.

4.7.5.2 Background information

The threshold for significance for variables from this section is a p-value of

0.05/14=0.004 as 14 statistical tests were performed (see section 3.6.9.4.4).
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4.75.2.1 Sex

Just under 11% of women (n=94) had used a self-test compared with only 5.9%
(n=38) of men (table 36) and this difference was significant (chi’=11.283, degrees of

freedom (df)=1, p=0.001).

Table 36: Prevalence of self-test use among men and women.

Self-test use
No Yes Total
Sex n % n % n

Men | 610 94 .1 38 5.9 648
Women | 779 89.2 94 10.8 873

Total | 1389  91.3 132 8.7 1521

47522 Age

The ages of people who had and had not used self-tests ranged from 23 to 84 and
from 18 to 100 years respectively. When respondents were placed in five year age
groups, people who had used self-tests were most commonly aged 60-64 (15.9%),
but 15.2% were 55-59 and 13.6% were 40-44 (figure 5). People who had not used
self-tests were most commonly aged 55-59 (13.8%), but there was no earlier peak. In
line with this, people who had self-tested had a lower IQR (41-61) and lower mean
(561.2) and median (52) ages than those who had not done so (44-65, 54.2 and 56
respectively). There were, however, no significant differences between the groups

using the two-sample t-test (p=0.025) or the Wilcoxon rank sum test (p=0.016).

216



Figure 5: Age profiles of respondents who had and had not used self-tests.
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4.7.5.2.3 Ethnic group

As most respondents were white and most self-test users were, therefore, white

(table 37), no statistical tests were done on this variable.

Table 37: Prevalence of self-test use among people from different ethnic groups.

Self-test use
No Yes Total
Ethnic group n % n % n

White | 1371 91.4 129 8.6 1500
Other ethnic groups 18 85.7 3 14.3 21

Total | 1389  91.3 132 8.7 1521
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4.7.5.2.4 Index of Multiple Deprivation

Scores ranged from 1.4 (more affluent) to 36.7 (more deprived) for the 132 people
who had used self-tests and from 1.4 to 62.4 for the 1389 people who had not done
so. Although the overall range was narrower for people who had self-tested, the IQR
and mean and median scores were similar among the two groups (used: IQR=7.5-
16.8, mean=12.8, median=11.4; not used: IQR=9.0-16.8, mean=13.2, median=11.6).
Ranks ranged from 5687 (more deprived) to 32426 (more affluent) for people who
had used self-tests and from 685 to 32426 for those who had not done so. Again,
although the overall range was narrower for people who had self-tested, the IQR and
mean and median ranks were similar among the two groups (used: IQR 16542-
27015, mean=21504, median=21992; not used: IQR=16542-25075, mean=21163,
median 21880). In line with this, there were no significant differences between the
groups in mean scores (p=0.541) or ranks (p=0.570) using the two-sample t-test, or

in median scores (p=0.667) or ranks (p=0.671) using the Wilcoxon rank sum test.

The highest rate of self-test use (11.4%) was in the second IMD quartile (table 38),
but the lowest rate (7.1%) was in the more deprived first quartile and most users (104
of 132) were actually in the more affluent third and fourth quartiles. In line with this,
there was no significant trend in use across the quartiles (chi*=0.03, df=1, p=0.853)
and use was not significantly different between the quartiles (chi?=2.97, df=3,
p=0.397). Given that none of the IMD variables were significantly associated with
use, that is that there appeared to be no reason to use one rather than the other, it

seemed most appropriate to use the original score in the regression analysis.
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Table 38: Prevalence of self-test use among people from different Index of Multiple

Deprivation (IMD) quartiles.

Self-test use

No Yes Total
IMD 2007 quartile n % N % n
Quartile 1 (most deprived) 65 92.9 5 71 70

Quartile2 | 178 88.6 23 11.4 201
Quartile 3 | 587 92.3 49 7.7 636
Quartile 4 (most affluent) | 559 91.0 55 9.0 614

Total | 1389 913 132 8.7 1521

4.7.5.2.5 Qualifications

Respondents with a level 4-5 qualification, the highest level, had the highest rate of
self-test use (10.1%), compared with rates of 8.9%, 3.5% and 5.5% respectively
among respondents with a level 1-3 qualification, who checked the other
qualifications option, and who reported no qualifications (table 39). There was,
however, no significant evidence that use was different between the categories
(chi?=6.02, df=3, p=0.111) or that there was a trend of increasing use as

qualifications increased (chi®=5.03, df=1, p=0.025).

Table 39: Prevalence of self-test use among people with different qualification levels.

Self-test use
No Yes Total
Level of qualifications n % n % n

Level 4-5 (highest level) | 553 89.9 62 10.1 615
Level 1-3 | 563 91.1 55 8.9 618

Other qualifications 56 96.6 2 3.5 58

No qualifications | 188 94.5 11 5.5 199

Total | 1360 91.3 130 8.7 1490
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4.7.5.2.6 Worked as a health professional

The rate of self-test use among people who had ever worked as health professionals
(19.0%) was more than double that among lay people (7.4%) (table 40). This is not
unexpected as this study includes use of tests at work, and this difference was highly

significant (chi*=23.543, df=1, p<0.001).

Table 40: Prevalence of self-test use among health professionals and lay people.

Self-test use
No Yes Total
Health professional n % n % n

Yes | 124 81.0 29 19.0 153
No | 1255 92.6 100 7.4 1355

Total | 1379  91.5 129 8.6 1508

4.7.5.2.7 Employment status

As some categories contained few people, it was felt that a better assessment would
be achieved by combining them. Categories related to being economically inactive,
except for being retired, were combined (economically inactive student, looking for
job, looking after home, sick, other) and economically active full-students were added
to the employment category as they were also employed. The rate of self-test use
ranged from 5.7% among economically inactive people to 6.8% among retired
people, 9.2% among self-employed people and 10.4% among employed people
(table 41). The test for trend approached significance (chi’=7.01, df=1, p=0.008), but
there was no significant evidence that self-test use was different between the

categories (chi’=7.12, df=3, p=0.068).
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Table 41: Prevalence of self-test use among different employment status categories.

Self-test use

No Yes Total
Employment status n % n % n

Employed | 649 89.6 75 10.4 724

Self-employed | 167 90.8 17 9.2 184

Retired | 370 93.2 27 6.8 397
Economically active full-time student 3 75.0 1 25.0 4
Economically inactive student 22 100.0 0 0.0 22
Economically inactive: looking for job 16 84.2 3 15.8 19
Economically inactive: looking after home 71 93.4 5 6.6 76
Economically inactive: sick 21 95.5 1 4.6 22
Economically inactive: other 70 95.9 3 4.1 73

Employed & Economically active full-time student | 652 89.6 76 10.4 728

Self-employed | 167 90.8 17 9.2 184

Retired | 370 93.2 27 6.8 397

Economically inactive | 200 94.3 12 5.7 212

Total | 1389  91.3 132 8.7 1521

4.75.3 Knowledge and views of self-tests

The threshold for significance for variables from this section is a p-value of

0.05/5=0.010 as ten statistical tests were performed (see section 3.6.9.4.4).

4.7.5.3.1 Confidence using a self-test

People who felt very confident using self-tests had the highest rate of use (12.0%),

falling to 9.1% among fairly confident people, 6.8% among those who felt neither

confident nor unconfident, and very little use among unconfident people (table 42).

After combining the “Very unconfident” and “Fairly unconfident” categories as only

one person had self-tested, use was significantly different between the categories
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(chi?>=15.55, df=3, p=0.001) and the test for a trend across the categories was also

significant (chi*=14.69, df=1, p<0.001).

Table 42: Prevalence of self-test use among people with different levels of

confidence about using self-tests.

Self-test use
No Yes Total
Confidence using self-test n % n % n

Very confident | 316 88.0 43 12.0 359

Fairly confident | 659 90.9 66 9.1 725

Neither confident nor unconfident | 245 93.2 18 6.8 263
Fairly unconfident | 66 100.0 0 0.0 66

Very unconfident | 54 98.2 1 1.8 55

Very confident | 316 88.0 43 12.0 359

Fairly confident | 659 90.9 66 9.1 725

Neither confident nor unconfident | 245 93.2 18 6.8 263
Fairly unconfident & Very unconfident | 120 99.2 1 0.8 121

4.7.5.3.2 Knowledge of self-tests

Respondents were asked if they knew of any of a list of named self-tests or another
self-test before receiving the initial questionnaire and this was converted into a score.
Scores ranged from 1 to 13 (maximum is 16) (IQR 4-7) and from 0 to 15 (IQR 2-5)
respectively for people who had (n=130) and had not used self-tests (n=1348). The
mean (5.2) and median (5) scores were higher among people who had self-tested
than among those who had not done so (3.8 and 3 respectively), which suggests that
the former group knew that more tests were available than the latter group. These
differences in the mean and median scores were highly significant (p<0.001) using

the two-sample t-test and the non-parametric Wilcoxon rank sum test respectively.
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The patterns were similar if pregnancy tests were excluded (used/not used: range=0-
12/0-14, IQR=3-6/1-4, mean=4.3/2.9, median=4/2), if tests for high BP were excluded
(used/not used: range=1-12/0-14, IQR=3-6/1-4, mean=4.5/3.2, median=4/3) and if
both were excluded (used/not used: range=0-11/0-13, IQR=2-5/1-3, mean=3.6/2.3,
median=3/2), and all the two-sample t-tests and Wilcoxon rank sum tests were highly
significant (p<0.001). As all these variables were significantly associated with use,
that is there appeared to be no reason to use one rather than another, it seemed

appropriate to use the score including all tests in the regression analysis.

4.7.5.4 Habits and lifestyle

The threshold for significance for variables from this section is a p-value of

0.05/7=0.007 as seven statistical tests were performed (see section 3.6.9.4.4).

4.7.5.4.1 Smoking

Only 6.4% of people who said that they smoked had used a self-test compared with
8.9% of non-smokers (table 43). The difference was not significant (chi’=0.989, df=1,

p=0.320), although this may be limited by the small number of smokers.

Table 43: Prevalence of self-test use among smokers and non-smokers.

Self-test use

No Yes Total
Smoke n % n % N
Yes | 132 93.6 9 6.4 141

No | 1225 91.2 119 8.9 1344

Total | 1357 91.4 128 8.6 1485
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4.75.4.2 Exercise

People who exercised about three or four days per week had the highest rate of self-
test use (11.4%) (table 44) and the difference between the categories (chi?=15.07,
df=5, p=0.010) approached significance. There seemed to be no obvious trend
across the categories though: people who exercised three or four days each week
had a higher rate of use than those who exercised less (about one or two days each
week=7.6%) and more (five days each week or more=5.2%). In line with this, there
was no significant trend (chi®=0.01, df=1, p=0.904) and this was also true when
people who exercised less than once a week were put in one group (chi?=0.16, df=1,

p=0.689).

Table 44: Prevalence of self-test use among people with different exercise patterns.

Self-test use
No Yes Total
Exercise n % n % n

Five days a week or more | 218 94.8 12 5.2 230
About three or four days a week | 373 88.6 48 11.4 421
About one or two days a week | 414 92.4 34 7.6 448

Less than once a week but at least once a month 184 90.6 19 94 203
Less than once a month 55 84.6 10 15.4 65
Never or almost never 115 95.8 5 4.2 120

Five days a week ormore | 218 94.8 12 5.2 230
About three or four days a week | 373 88.6 48 11.4 421
About one or two days a week | 414 92.4 34 7.6 448

Less than once a week but at least once a month,

Less than once a month & Never or almost never 354 91.2 34 8.8 388

Total | 1359 91.4 128 8.6 1487
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4.7.5.4.3 Fruit and vegetables

Self-test use increased with frequency of fruit and vegetable consumption, ranging
from none among people who ate them never or almost never to 8.1% among those
who ate them less than once each day but at least once a week and 10.7% among
those who ate them five times or more each day (table 45). After combining the
categories where respondents ate fruit and vegetables less than once a day so that
each category included some people who had self-tested, there was, however, no
significant evidence that use was different between the categories (chi?=3.14, df=3,

p=0.370) and no significant trend across the categories (chi’=2.99, df=1, p=0.084).

Table 45: Prevalence of self-test use among people who ate different amounts of fruit

and vegetables.

Self-test use
No Yes Total
Fruit and vegetables n % n % n

Five times a day ormore | 310 89.3 37 10.7 347
About three or four times a day | 490 914 46 8.6 536
About one or two times aday | 454 92.3 38 7.7 492

Less than once a day but at least once a week 79 91.9 7 8.1 86
Less than once a week 13 100.0 0 0.0 13
Never or almost never 13 100.0 0 0.0 13

Five times a day ormore | 310 89.3 37 10.7 347
About three or four times a day | 490 91.4 46 8.6 536
About one or two times aday | 454 92.3 38 7.7 492

Less than once a day but at least once a week,

Less than once a week & Never or almost never 105 93.8 7 6.3 112

Total | 1359 914 128 8.6 1487
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4.7.5.4.4 Internet use

The rate of self-test use (11.4%) was highest among people who used the internet
less than once a day but at least once a week (table 46), with lower rates among
people who used the internet less or more often, for example 5.1% among
respondents who used the internet never or almost never and 8.5% among those
who used the internet five times a day or more. There was no significant evidence
that self-test use was different between the groups (chi’=9.40, df=5, p=0.094) and

there was no significant trend across the categories (chi’=1.23, df=1, p=0.267).

Table 46: Prevalence of self-test use among people with different levels of internet

use.

Self-test use

No Yes Total
Internet use n % n % n
Five days a day or more | 237 91.5 22 8.5 259
About three or four times aday | 124 93.2 9 6.8 133

About one or two times aday | 349 89.9 39 10.1 388

Less than once a day but at least once a week | 279 88.6 36 114 315
Less than once a week 85 91.4 8 8.6 93

Never or almost never | 281 94.9 15 5.1 296

Total | 1355 91.3 129 8.7 1484

4.7.5.5 Knowledge of health recommendations

The threshold for significance for variables from this section is a p-value of

0.05/2=0.025 as two statistical tests were performed (see section 3.6.9.4.4).
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4.7.5.5.1 Recommendation about fruit and vegetables

Only 115 of 1487 respondents did not know the recommendation (five portions per
day). They had a slightly lower rate of self-test use (7.0%) than those who did know

(8.8%) (table 47), but this difference was not significant (chi’=0.465, df=1, p=0.495).

Table 47: Prevalence of self-test use among people who knew and did not know the

recommended intake of fruit and vegetables.

Self-test use

No Yes Total

Knew recommendation n % n % n
Yes | 1251 91.2 121 8.8 1372
No | 107 93.0 8 7.0 115

Total | 1358  91.3 129 8.7 1487

4.7.5.5.2 Recommendation about exercise

Self-test use was very similar among those who knew (8.5%) and did not know the
recommendation to exercise on at least five days each week (8.7%) (table 48) and

there was no significant difference (chi?=0.022, df=1, p=0.882).

Table 48: Prevalence of self-test use among people who knew and did not know the

recommended frequency of exercise.

Self-test use
No Yes Total
Knew recommendation n % n % n

Yes | 281 91.5 26 8.5 307
No | 1076 913 103 8.7 1179

Total | 1357  91.3 129 8.7 1486
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4756 Information about health

The threshold for significance for variables from this section is a p-value of

0.05/12=0.004 as 12 statistical tests were performed (see section 3.6.9.4.4).

4.7.5.6.1 Health advice from anyone listed

The score for advice from anyone listed for people who had used a self-test (n=130)
ranged from zero to 13 (out of 22) (IQR 2-5) with a mean of 3.48 and a median of 3,
and the values (0-17 (IQR 1-5), 3.40 and 3) were similar for people who had not used
a self-test (n=1369). In line with this, there was no significant difference in mean or
median scores between the two groups using the two-sample t-test (p=0.733) and

Wilcoxon rank sum test (p=0.545) respectively.

4.7.5.6.2 Health advice from lay person

Scores for advice from a lay person for people who had used a self-test (n=116)
ranged from zero to 7 (out of 8) (IQR 0-2) with mean and median scores of 1.66 and
1 respectively, compared with 0-8 (IQR 0-2), 1.33 and 1 respectively for people who
had not self-tested (n=1233). People who had self-tested had a higher mean score,
which might suggest that this group accessed advice from more lay people and/or
more frequently than people who had not done so, but neither the two-sample t-test

(p=0.034) nor the non-parametric Wilcoxon rank sum test (p=0.011) were significant.
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4.7.5.6.3 Health advice from health professional

Scores for advice from a health professional for people who had used a self-test
(n=127) ranged from zero to 8 (out of 10) (IQR 1-3) with mean and median scores of
1.87 and 2 respectively, compared with 0-10 (IQR 1-3), 2.03 and 2 respectively for
people who had not self-tested (n=1360). In contrast to lay advice, people who had
self-tested had a lower mean score, which might suggest that they accessed advice
from a more restricted range of professionals and/or less frequently than people who
had not done so. Again, however, there were no significant differences in the mean
and median scores between people who had and had not used self-tests using the

two-sample t-test (p=0.280) and Wilcoxon rank sum test (p=0.202) respectively.

4.7.5.6.4 Health advice from a complementary therapist

For people who responded to this part of the question, the highest use (12.1%) was
among those who had asked a complementary therapist for advice one or two times
(table 49). After respondents who had not asked for advice from a complementary
therapist or who were not sure were placed in a single category as no-one in the
latter group had self-tested, there was no significant evidence that self-test use was
different between the categories (chi’=3.68, df=2, p=0.159) and no significant trend

across the categories (chi’=0.08, df=1, p=0.775).

229



Table 49: Prevalence of self-test use among people who did and did not ask a

complementary therapist for health advice during the last 12 months.

Self-test use

No Yes Total
Frequency n % n % n
Three or more times 45 95.7 2 4.3 47

Once or twice 109 87.9 15 121 124
Not atall | 996 92.1 86 7.9 1082
Not sure 15 100.0 0 0.0 15

Three or more times 45 95.7 2 4.3 47
Once or twice 109 87.9 15 121 124
Not at all & Not sure | 1011 92.2 86 7.8 1097

Total | 1165  91.9 103 8.1 1268

4.7.5.6.5 Information about health problems

This score relates to information from NHS Direct, the internet or websites, CDs or
DVDs, books, newspaper or magazine articles or adverts, radio or television
programmes or adverts, adverts in pharmacies or chemists, or another source
specified by the respondent. A higher score indicates that information was sought
more often and/or from more sources. Scores for people who had used a self-test
(n=129) ranged from zero to 13 (out of 20) (IQR 2-5) with mean and median scores
of 3.97 and 4 respectively, compared with a range of zero to 15 but a lower IQR (0-4)
and mean (2.72) and median (2) scores for people who had not done so (n=1355).
These differences in the mean and median values were highly significant (p<0.001)
using the two-sample t-test and the Wilcoxon rank sum test respectively. This
suggests that people who had self-tested sought information more often and/or from

more sources than people who had not done so (figure 6).
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Figure 6: Proportion of respondents who had and had not used self-tests with

different scores for obtaining health information from any source.
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As NHS Direct involves conventional clinical professionals, in contrast to other
sources listed, it was felt that excluding NHS Direct may be appropriate. The range of
scores and mean and median scores were 0-13 (out of 18) (IQR 1-5), 3.72 and 3
respectively for people who had used a self-test (n=129), compared with 0-14 (IQR O-
4), 2.52 and 2 for those who had not done so (n=1355). The differences were similar
to when NHS Direct was included and they were again highly significant using the
two-sample t-test (p<0.001) and the Wilcoxon rank sum test (p<0.001). The direction
of the result was also the same for the score for NHS Direct alone: people who had
self-tested were more likely to have asked for advice (28/114=24.6%) than people
who had not done so (248/1284=19.3%). This suggested that including or excluding

NHS Direct was not critical and the score including NHS Direct was used.
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4757 Health status

The threshold for significance for variables from this section is a p-value of

0.05/7=0.007 as seven statistical tests were performed (see section 3.6.9.4.4).

4.7.5.7.1 Self-rated health during last 12 months

People who reported not good health had the highest rate of self-test use (13.0%),
whereas only 8.8% and 7.4% respectively of people with good and fairly good health
had used self-tests (table 50). There was no significant trend across the categories
(chi?=0.25, df=1, p=0.616) and no significant evidence that self-test use was different
between the categories (chi’=3.48, df=2, p=0.176), although the latter may be

because only a small number of people (n=108) said that their health was not good.

Table 50: Prevalence of self-test use among people with different self-rated health.

Self-test use
No Yes Total
Self-reported health n % n % n
Good | 890 91.2 86 8.8 976
Fairly good | 403 92.6 32 7.4 435
Not good 94 87.0 14 13.0 108
Total | 1387 91.3 132 8.7 1519

4.7.5.7.2 Long-term iliness

Respondents who reported long-term illness had only a slightly higher rate of self-test
use than those who did not do so (9.7% and 8.1% respectively) (table 51) and this

difference was not significant (chi’=1.103, df=1, p=0.294).

232



Table 51: Prevalence of self-test use among people with and without long-term

illness.
Self-test use
No Yes Total
Long-term illness n % n % n
Yes | 484 90.3 52 9.7 536
No | 884 91.9 78 8.1 962
Total | 1368 81.3 130 8.7 1498

The difference in self-test use between people who reported that their health was not
good (13.0%) and who reported long-term iliness (9.7%) probably reflects the fact
that most people who reported a long-term iliness rated their health as good or fairly

good (table 52). Self-reported health, therefore, appears to be more discriminating.

Table 52: Crossover between reports of long-term illness and self-rated health.

Long-term iliness
Self-reported health Yes No Total

Good 219 745 964
Fairly good 230 197 427
Not good 86 19 105

Total | 535 961 1496

4.7.5.7.3 SF-8 physical health measure

Scores among people who had self-tested (n=128) ranged from 21.0 (minimum is
9.1) to 62.4 (maximum is 69.0) (IQR 44.2-55.9) with a mean of 49.6 and a median of
52.1, compared with 13.6-66.7 (IQR 47.0-56.7), 50.6 and 54.0 for people who had

not done so (n=1362). As a higher score indicates better health, this suggests that
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the latter group may be slightly more healthy. Both distributions had higher median
than mean values, appearing to be negatively skewed by some very low scores. A
non-parametric test might, therefore, more appropriately assess whether one of
these groups tended to have higher values. The differences in the mean and median
scores were, however, not significant using the two-sample t-test (p=0.226) and non-
parametric Wilcoxon rank sum test (p=0.027) respectively, although the latter was

much closer to significance.

4.7.5.7.4 SF-8 mental health measure

Scores for people who had used a self-test (n=128) ranged from 15.1 (minimum is
5.5) to 61.8 (maximum is 71.7) (IQR 45.1-57.2) with a mean of 49.0 and a median of
51.6, compared with 15.1-68.8 (IQR 46.6-57.5), 50.2 and 52.3 for people who had
not done so (n=1362). A higher score equates to better mental health, but the two
groups had fairly similar mean and median scores. As with the physical health
measure, the medians were higher than the means for both groups, indicating that a
non-parametric test may be more appropriate, but neither the mean nor median
scores were significantly different using the two-sample t-test (p=0.167) and non-

parametric Wilcoxon rank sum test (p=0.303) respectively.

4.7.5.8 Thoughts about how to stay healthy and future illnesses

The threshold for significance for variables from this section is a p-value of

0.05/4=0.013 as four statistical tests were performed (see section 3.6.9.4.4).
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4.7.5.8.1 Things to stay healthy

The highest rate of use (10.1%) was among the largest group, people who had
healthy thoughts every day (table 53). Rates were lower among those who had less
frequent healthy thoughts, but there was no obvious trend. In line with this, there was
no significant trend of increasing use with increasing frequency of healthy thoughts
(chi?=1.63, df=1, p=0.201) and there was no significant evidence that the use of a

self-test was different between the categories (chi’=2.80, df=5, p=0.731).

Table 53: Prevalence of self-test use among people with different frequencies of

healthy thoughts.
Self-test use

No Yes Total

Things to stay healthy n % n % n
Every day | 488 89.9 55 10.1 543
Every two or three days | 297 914 28 8.6 325
About once a week | 276 92.9 21 71 297
Less than once a week but at least once a month | 156 92.3 13 7.7 169
Less than once a month 97 91.5 9 8.5 106

Never or almost never 64 92.8 5 7.3 69
Total | 1378 913 131 8.7 1509

4.7.5.8.2 Future illnesses

People who thought about future illnesses less than once a week but at least once a
month (10.4%) and every two or three days (10.1%) had the highest rates of use
(table 54). Rates were lower among those who had such thoughts less and more
frequently, for example never or almost never (7.3%) and every day (4.0%). In line

with this, there was no significant trend across the categories (chi?=0.01, df=1,
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p=0.915) and no significant evidence that use was different between the categories

(chi®*=5.54, df=5, p=0.353).

Table 54: Prevalence of self-test use among people with different frequencies of

thoughts about future illnesses.

Self-test use

No Yes Total
Future illnesses n % n % n
Every day 95 96.0 4 4.0 99
Every two or three days | 112 89.6 13 10.4 125
About once a week | 220 90.5 23 9.5 243
Less than once a week but at least once a month | 232 89.9 26 10.1 258
Less than once a month | 276 90.2 30 9.8 306
Never or almost never | 442 92.7 35 7.3 477
Total | 1377 913 131 8.7 1508

4759 Views about health checks and medical tests

Respondents were asked if they strongly agreed, agreed, neither agreed nor

disagreed, disagreed or strongly disagreed with statements that were based on the

views of interviewees about health checks and medical tests. The threshold for

significance for variables from this section is a p-value of 0.05/8=0.006 as eight

statistical tests were performed (see section 3.6.9.4.4).

4.7.5.9.1 Medical tests are reassuring

Respondents who agreed that medical tests were reassuring had a slightly higher

rate of self-test use (9.1%) than other people, but those who neither agreed nor
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disagreed had a lower rate (7.3%) and only 14 people disagreed or strongly
disagreed, only one of whom had used a self-test (table 55). The few people who
disagreed or strongly disagreed were kept in a single separate category as it was felt
that disagreement is different to neutrality (“Neither agree nor disagree”). There was
no significant evidence that self-test use was different between the categories
(chi?=0.53, df=3, p=0.912) and no significant trend across the categories (chi?*=0.08,

df=1, p=0.784).

Table 55: Prevalence of self-test use among people with different views about

whether medical tests were reassuring.

Self-test use
No Yes Total
Medical tests are reassuring n % n % n

Strongly agree | 509 91.4 48 8.6 557
Agree | 702 90.9 70 9.1 772
Neither agree nor disagree | 139 92.7 11 7.3 150
Disagree 11 91.7 1 8.3 12
Strongly disagree 2 100.0 0 0.0 2

Strongly agree | 509 914 48 8.6 557

Agree | 702 90.9 70 9.1 772

Neither agree nor disagree | 139 92.7 11 7.3 150
Disagree & Strongly disagree 13 92.9 1 71 14

Total | 1363  91.3 130 8.7 1493
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4.7.5.9.2 Curious about health

People who agreed that they were curious about their health had the highest rate of
self-test use (9.9%) (table 56). Only 61 people disagreed or strongly disagreed and,
after these categories were amalgamated because no-one in the latter category had
used a self-test, there was no significant evidence that self-test use was different

between the categories (chi’=7.32, df=3, p=0.062) and no significant trend across the

categories (chi’=2.60, df=1, p=0.107).

Table 56: Prevalence of self-test use among people who were and were not curious

about their health.
Self-test use
No Yes Total
Curious about health n % n % n
Strongly agree | 272 91.6 25 8.4 297
Agree | 731 90.1 80 9.9 811
Neither agree nor disagree | 290 95.1 15 4.9 305
Disagree 50 92.6 4 7.4 54
Strongly disagree 7 100.0 0 0.0 7
Strongly agree | 272 91.6 25 8.4 297
Agree | 731 90.1 80 9.9 811
Neither agree nor disagree | 290 95.1 15 4.9 305
Disagree & Strongly disagree 57 93.4 4 6.6 61
Total | 1350 91.6 124 8.4 1474
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4.7.5.9.3 Like routine health checks

Ignoring the high rate among the five people who strongly disagreed that they liked
routine health checks, the highest rate of self-test use (10.7%) was among those who
neither agreed nor disagreed (table 57). The lowest rate (3.1%) was among people
who disagreed, but there were only a few such people (n=32) and there was no
obvious trend. In line with this, after the “Disagreed” and “Strongly disagreed”
categories were combined because of the small numbers, there was no significant
evidence that self-test use was different between the categories (chi?=1.90, df=3,

p=0.594) and no significant trend across the categories (chi’=0.39, df=1, p=0.534).

Table 57: Prevalence of self-test use among people who did and did not like routine

health checks.

Self-test use
No Yes Total
Routine health checks n % n % n

Strongly agree | 516 921 44 7.9 560
Agree | 655 91.6 60 8.4 715
Neither agree nor disagree | 158 89.3 19 10.7 177
Disagree 31 96.9 1 3.1 32
Strongly disagree 4 80.0 1 20.0 5

Strongly agree | 516 92.1 44 7.9 560

Agree | 655 91.6 60 8.4 715

Neither agree nor disagree | 158 89.3 19 10.7 177
Disagree & Strongly disagree 35 94.6 2 5.4 37

Total | 1364 91.6 125 8.4 1489
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4.7.5.9.4 Medical tests cause anxiety

Respondents who agreed that tests made them anxious had the highest rate of self-
test use (9.7%), but those who disagreed had a similar rate (9.3%) and those who
strongly agreed had a lower rate (6.9%) (table 58). In line with this, there was no
significant evidence that self-test use was different between the categories
(chi®=2.13, df=4, p=0.712) and there was no significant trend across the categories

(chi®>=0.00, df=1, p=0.957).

Table 58: Prevalence of self-test use among people with different views about

whether medical tests made them anxious.

Self-test use
No Yes Total
Medical tests cause anxiety n % n % n

Strongly agree | 81 93.1 6 6.9 87

Agree | 316 90.3 34 9.7 350

Neither agree nor disagree | 380 92.7 30 7.3 410
Disagree | 417 90.7 43 9.3 460

Strongly disagree | 160 92.0 14 8.0 174

Total | 1354 914 127 8.6 1481

4.7.5.10 Views about visiting the GP

Respondents were asked if they strongly agreed, agreed, neither agreed nor
disagreed, disagreed or strongly disagreed with statements that were based on the
views of interviewees about visiting the GP. The threshold for significance for
variables from this section is a p-value of 0.05/16=0.003 as 16 statistical tests were

performed (see section 3.6.9.4.4).

240



4.7.5.10.1 Only go to doctor if symptoms

Respondents who disagreed that they would only go to the doctor if they had
symptoms had the highest rate of self-test use (10.5%), although only 38 people
disagreed. Those who neither agreed nor disagreed had a lower rate of use (5.9%),
but the rate increased again to 9.4% among respondents who strongly agreed with
no obvious trend (table 59). In line with this, after categories where respondents
disagreed or strongly disagreed were combined because no-one who strongly
disagreed had used a self-test, there was no significant evidence that self-test use
was different between the categories (chi’=1.67, df=3, p=0.643) and no significant

trend across the categories (chi’=0.62, df=1, p=0.431).

Table 59: Prevalence of self-test use among people with different views about

whether they would only go to their doctor if they had symptoms.

Self-test use
No Yes Total
Only go to doctor if symptoms n % n % n
Strongly agree | 617 90.6 64 9.4 681
Agree | 668 92.1 57 7.9 725
Neither agree nor disagree 48 94.1 3 5.9 51
Disagree 34 89.5 4 10.5 38
Strongly disagree 1 100.0 0 0.0 1
Strongly agree | 617 90.6 64 9.4 681
Agree | 668 92.1 57 7.9 725
Neither agree nor disagree 48 94 1 3 59 51
Disagree & Strongly disagree 35 89.7 4 10.3 39
Total | 1368 914 128 8.6 1496
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4.7.5.10.2 Need symptoms or risk factors to get test

Respondents who neither agreed nor disagreed that they would need symptoms or
risk factors to get a test done at their GP surgery had the highest rate of self-test use
(10.0%) (table 60), but rates were lower among respondents who agreed and
disagreed and there was no discernible trend. In line with this, there was no
significant evidence that self-test use was different between the categories
(chi®>=3.55, df=4, p=0.471) and there was no significant trend across the categories

(chi®=0.05, df=1, p=0.830).

Table 60: Prevalence of self-test use among people with different views about

whether they would need symptoms or risk factors to get a test done at their GP

surgery.

Self-test use
No Yes Total
Need symptoms or risk factors to get test n % n % n

Strongly agree | 196 93.8 13 6.2 209

Agree | 510 91.2 49 8.8 559

Neither agree nor disagree | 369 90.0 41 10.0 410
Disagree | 228 92.7 18 7.3 246

Strongly disagree 35 94.6 2 54 37

Total | 1338 91.6 123 8.4 1461
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4.7.5.10.3 Do not like to bother doctor

Rates of self-test use were similar among respondents who agreed or disagreed with
the statement that they did not like to bother their doctor unless it was really
necessary, for example 9.3% among those who agreed and 8.2% among those who
disagreed (table 61). In line with this, after categories where respondents disagreed
or strongly disagreed were combined because there was no self-test use among
people who strongly disagreed, there was no significant evidence that self-test use
was different between the categories (chi’=1.30, df=3, p=0.729) and no significant

trend across the categories (chi’=0.19, df=1, p=0.663).

Table 61: Prevalence of self-test use among people with different views about

whether they did not like to bother the doctor unless it was really necessary.

Self-test use
No Yes Total
Do not like to bother doctor n % n % n
Strongly agree | 439 91.6 40 8.4 479
Agree | 732 90.7 75 9.3 807
Neither agree nor disagree | 109 93.2 8 6.8 117
Disagree 67 91.8 6 8.2 73
Strongly disagree 14 100.0 0 0.0 14
Strongly agree | 439 91.6 40 8.4 479
Agree | 732 90.7 75 9.3 807
Neither agree nor disagree | 109 93.2 8 6.8 117
Disagree & Strongly disagree 81 93.1 6 6.9 87
Total | 1361 91.3 129 8.7 1490
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4.7.5.10.4 Only go to doctor if severe or serious symptoms

Rates of self-test use were highest (12.4%) among people who neither agreed or
disagreed that they would only go to the doctor if they had severe or serious
symptoms, with lower rates among those who agreed and disagreed (table 62). In
line with this, there was no significant evidence that self-test use was different
between the categories (chi’=9.98, df=4, p=0.041) and there was no significant trend

across the categories (chi®=0.20, df=1, p=0.658).

Table 62: Prevalence of self-test use among people with different views about

whether they would only go to the doctor if they had severe or serious symptoms.

Self-test use
No Yes Total
Only go to doctor if severe or serious symptoms n % n % n

Strongly agree | 256 89.5 30 10.5 286

Agree | 516 94.0 33 6.0 549

Neither agree nor disagree | 191 87.6 27 12.4 218
Disagree | 360 90.9 36 9.1 396

Strongly disagree 34 91.9 3 8.1 37

Total | 1357  91.3 129 8.7 1486
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4.7.5.10.5 Evidence to justify a visit to doctor

People who disagreed that they would need evidence to justify a visit to their doctor
had the highest rate of self-test use (12.4%) (table 63). Rates were lower in all other
categories, although only 17 people strongly disagreed. In line with this, after the
“Disagreed” and “Strongly disagreed” categories were combined because of the
small numbers in the latter category, there was no significant evidence that self-test
use was different between the categories (chi’=2.40, df=3, p=0.493) and no

significant trend across the categories (chi?=1.98, df=1, p=0.160).

Table 63: Prevalence of self-test use among people who did and did not think that

they would need evidence to justify a visit to the doctor.

Self-test use
No Yes Total
Evidence to justify visit to doctor n % n % n

Strongly agree | 282 92.2 24 7.8 306

Agree | 712 91.8 64 8.2 776

Neither agree nor disagree | 220 90.0 22 9.1 242
Disagree | 127 87.6 18 12.4 145

Strongly disagree 16 92.1 1 5.9 17

Strongly agree | 282 92.2 24 7.8 306

Agree | 712 91.8 64 8.2 776

Neither agree nor disagree | 220 90.0 22 9.1 242
Disagree & Strongly disagree | 143 88.3 19 11.7 162

Total | 1357  91.3 129 8.7 1486
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4.7.5.10.6 Embarrassed to tell doctor about personal problems

People who agreed that they would be embarrassed to tell their doctor about very
personal problems had the highest rate of self-test use (11.6%), but there was no
obvious trend and rates were similar in all the other categories (table 64). In line with
this, there was no significant evidence that self-test use was different between the
categories (chi’=3.19, df=4, p=0.526) and no significant trend across the categories

(chi®=0.97, df=1, p=0.324).

Table 64: Prevalence of self-test use among people who would and would not be

embarrassed to tell the doctor about personal or intimate problems.

Self-test use
No Yes Total
Embarrassed to tell doctor N % n % n

Strongly agree 73 92.4 6 7.6 79

Agree | 214 88.4 28 11.6 242

Neither agree nor disagree | 212 91.8 19 8.2 231
Disagree | 643 92.0 56 8.0 699

Strongly disagree | 212 91.8 19 8.2 231
Total | 1354 91.4 128 8.6 1482
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4.7.5.10.7 Happy to ask doctor for check-up

Respondents who neither agreed or disagreed that they would be happy to ask their
doctor for a check-up had the highest rate of self-test use (12.4%), but rates were
lower among those who agreed and disagreed with no obvious trend (table 65). After
the “Disagreed” and “Strongly disagreed” categories were combined because of the
small number of people who strongly disagreed, there was no significant evidence
that self-test use was different between the categories (chi?=6.43, df=3, p=0.093) and

no significant trend across the categories (chi’=1.90, df=1, p=0.168).

Table 65: Prevalence of self-test use among people who would and would not be

happy to ask their doctor for a check-up.

Self-test use
No Yes Total
Happy to ask doctor for check-up n % n % n

Strongly agree | 255 93.4 18 6.6 273

Agree | 663 91.7 60 8.3 723

Neither agree nor disagree | 240 87.6 34 12.4 274
Disagree | 178 91.8 16 8.2 194

Strongly disagree 21 91.3 2 8.7 23

Strongly agree | 255 93.4 18 6.6 273

Agree | 663 91.7 60 8.3 723

Neither agree nor disagree | 240 87.6 34 124 274
Disagree & Strongly disagree | 199 91.7 18 8.3 217

Total | 1357 91.3 130 8.7 1487
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4.7.5.10.8 Confident doctor would try and do test

Respondents who strongly disagreed that their doctor would try and do a test had the
highest rate of self-test use (14.3%) (table 66). There were only 14 such
respondents, but use was also higher among respondents who disagreed (11.5%)
than among those who strongly agreed (5.6%), agreed (9.3%) or neither agreed nor
disagreed (10.4%). In line with this, after the “Disagreed” and “Strongly disagreed”
categories were combined because of the small number in the latter category, the
test for trend approached significance (chi*=6.18, df=1, p=0.013), although there was
no significant evidence that self-test use was different between the categories

(chi®>=7.22, df=3, p=0.065).

Table 66: Prevalence of self-test use among people who were and were not

confident that their doctor would do a test if asked.

Self-test use
No Yes Total
Confident doctor would do test n % n % n

Strongly agree | 369 94 .4 22 5.6 391

Agree | 670 90.7 69 9.3 739

Neither agree nor disagree | 225 89.6 26 10.4 251

Disagree 85 88.5 11 11.5 96

Strongly disagree 12 85.7 2 14.3 14

Strongly agree | 369 944 22 5.6 391

Agree | 670 90.7 69 9.3 739

Neither agree nor disagree | 225 89.6 26 10.4 251
Disagree & Strongly disagree 97 88.2 13 11.8 110
Total | 1361 91.3 130 8.7 1491
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47511 Access tothe GP

The threshold for significance for variables from this section is a p-value of

0.05/6=0.008 as six statistical tests were performed (see section 3.6.9.4.4).

4.7.5.11.1 Appointment as soon as would like

Among people who replied and who had had an appointment, those who said that it
was very difficult to get an appointment as soon as they would like had the highest
rate of self-test use (10.8%) and those who reported that it was very easy had the
lowest rate (6.8%) (table 67). After excluding respondents who had never had an
appointment, there was, however, no significant evidence that use was different
between the categories (chi’=4.40, df=4, p=0.355) and no significant trend across the

categories (chi’=1.64, df=1, p=0.200).

Table 67: Prevalence of self-test use among people who expressed different levels of

ease or difficultly getting an appointment as soon as they would like with their GP.

Self-test use

No Yes Total

Appointment as soon as would like n % n % n
Very easy | 483 93.2 35 6.8 518
Fairly easy | 633 90.2 69 9.8 702
Neither easy nor difficult | 126 92.6 10 7.4 136
Fairly difficult | 98 89.9 11 10.1 109

Very difficult | 33 89.2 4 10.8 37

Never had an appointment 7 77.8 2 22.2 9
Total | 1389 91.3 132 8.7 1511
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4.7.5.11.2 Appointment at a suitable time

Among respondents who replied and who had had an appointment, those who said
that it was neither easy nor difficult to get an appointment at a suitable time had the
highest rate of self-test use (11.3%), and there was no discernible trend with lower
rates among those who thought it was very easy (7.0%) and very difficult (8.0%)
(table 68). After excluding respondents who had never had an appointment, there
was no significant evidence that self-test use was different between the categories
(chi®=3.19, df=4, p=0.527) and no significant trend across the categories (chi*=1.07,

df=1, p=0.300).

Table 68: Prevalence of self-test use among people who expressed different levels of

ease or difficultly getting an appointment with their GP at a suitable time.

Self-test use

No Yes Total

Appointment at suitable time n % n % n
Very easy | 305 93.0 23 7.0 328
Fairly easy | 660 91.8 59 8.2 719
Neither easy nor difficult | 181 88.7 23 11.3 204
Fairly difficult | 157 90.8 16 9.2 173

Very difficult | 69 92.0 6 8.0 75

Never had an appointment 7 77.8 2 22.2 9
Total | 1379 914 129 8.6 1508
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4.7.5.11.3 Travel to GP surgery

Among respondents who replied and who had been to their GP surgery, those who
reported that it was neither easy nor difficult to travel there had the highest rate of
self-test use (16.3%), with lower rates among those in other categories, for example
those who thought it was very easy (7.6%) and fairly difficult (9.4%) (table 69). After
excluding respondents who had never been to their GP surgery and amalgamating
the “Fairly difficult” and “Very difficult” categories because of very small numbers,
there was no significant evidence that self-test use was different between the
categories (chi’=7.35, df=3, p=0.062) and no significant trend across the categories

(chi®=4.23, df=1, p=0.040).

Table 69: Prevalence of self-test use among people who expressed different levels of

ease or difficultly travelling to their GP surgery.

Self-test use
No Yes Total
Travel to GP surgery n % n % n
Very easy | 897 924 74 7.6 971
Fairly easy | 377 91.1 37 8.9 414
Neither easy nor difficult 67 83.8 13 16.3 80
Fairly difficult 29 90.6 3 9.4 32
Very difficult 7 87.5 1 12.5 8
Never been to GP surgery 3 60.0 2 40.0 5
Total | 1380 91.4 130 8.6 1510
Very easy | 897 924 74 7.6 971
Fairly easy | 377 91.1 37 8.9 414
Neither easy nor difficult 67 83.8 13 16.3 80
Fairly difficult & Very difficult 36 90.0 4 10.0 40
Total | 1377 91.5 128 8.5 1505
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47512 Satisfaction with healthcare

The threshold for significance for variables from this section is a p-value of

0.05/6=0.008 as six statistical tests were performed (see section 3.6.9.4.4).

4.7.5.12.1 Satisfaction with GP consultations

This section included questions adapted from the GPAQ about satisfaction with
consultations. Scores for people who had used a self-test (n=130) ranged from 10
(minimum is 8) to 40 (out of 40) (IQR 28-39) with mean and median scores of 32.6
and 32 respectively, compared with a range of 9-40 (IQR 31-40) and higher mean
(34.3) and median (35) scores for people who had not self-tested (n=1369). This
suggests that people who had self-tested were less satisfied than those who had not
done so, and the differences in mean and median scores were significant using the

two-sample t-test (p=0.002) and Wilcoxon rank sum (p=0.003) test respectively.

4.7.5.12.2 Satisfaction with own healthcare

Excluding very dissatisfied respondents as none of them had used self-tests, people
who were dissatisfied had the highest rate of use (15.6%) and rates fell as
satisfaction increased, to 6.1% among very satisfied people (table 70). As few people
were very dissatisfied (n=4) and none of them had used self-tests, the “Very
dissatisfied” and “Dissatisfied” categories were combined. Following this, there was a
significant difference in use between the groups (chi?*=12.01, df=3, p=0.007) and a

highly significant trend across the categories (chi’=9.88, df=1, p=0.002).
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Table 70: Prevalence of self-test use among people with different levels of

satisfaction with their healthcare.

Self-test use
No Yes Total
Satisfaction with own healthcare n % n % n

Very satisfied | 677 93.9 44 6.1 721
Satisfied | 586 89.1 72 10.9 658
Neither satisfied nor dissatisfied 83 89.2 10 10.8 93
Dissatisfied 27 84.4 5 15.6 32
Very dissatisfied 4 100.0 0 0.0 4

Very satisfied | 677 93.9 44 6.1 721

Satisfied | 586 89.1 72 10.9 658

Neither satisfied nor dissatisfied 83 89.2 10 10.8 93
Dissatisfied & Very dissatisfied 31 86.1 5 13.9 36

Total | 1377  91.3 131 8.7 1508

4.7.5.12.3 Satisfaction with other’s healthcare

Respondents who were dissatisfied with care provided to friends and relatives had
the highest rate of self-test use (12.4%) and rates then decreased as satisfaction
increased, to 7.5% among people who were very satisfied (table 71). As few people
were very dissatisfied (n=27), the groups where people were dissatisfied or very
dissatisfied were amalgamated. Following this though, there was no significant
evidence that self-test use was different between the categories (chi?=2.36, df=3,

p=0.500) and no significant trend across the categories (chi’=2.24, df=1, p=0.134).
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Table 71: Prevalence of self-test use among people with different levels of

satisfaction with relatives’ or friends’ healthcare.

Self-test use

No Total

Satisfaction with others’ healthcare n % n % n
Very satisfied | 356 92.5 29 7.5 385
Satisfied | 683 914 64 8.6 747
Neither satisfied nor dissatisfied | 194 90.7 20 9.3 214
Dissatisfied | 113 87.6 16 12.4 129

Very dissatisfied 25 92.6 2 7.4 27
Very satisfied | 356 92.5 29 7.5 385
Satisfied | 683 914 64 8.6 747
Neither satisfied nor dissatisfied | 194 90.7 20 9.3 214
Dissatisfied & Very dissatisfied | 138 88.5 18 11.5 156
Total | 1371 91.3 131 8.7 1502

47513 Beliefs about health

This section concerns health locus of control, that is how respondents perceive

health to be controlled. The threshold for significance for variables from this section is

a p-value of 0.05/8=0.006 as eight statistical tests were performed (see section

3.6.9.4.4).

4.7.5.13.1 Internal control

The range of scores was 6 (minimum is 6) to 34 (out of 36) (IQR 22-28) and the

mean and median scores were 24.4 and 24 respectively for people who had used a

self-test (n=129), compared with 8-36 (IQR 22-27), 24.3 and 25 for people who had

not done so (n=1366). This suggests that people who have and have not used self-

tests have similar perceptions about whether health is controlled internally, and there
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was no significant difference in mean or median scores using the two-sample t-test

(p=0.967) and the non-parametric Wilcoxon rank sum test (p=0.943) respectively.

4.7.5.13.2 Chance

The range of scores was 6 (minimum is 6) to 32 (out of 36) (IQR 15-22) and the
mean and median scores were 18.4 and 19 respectively for people who had used a
self-test (n=129), compared with 6-35 (IQR 14-21), 17.8 and 18 for people who had
not used one (n=1363). This suggests that people who have used self-tests have a
slightly greater belief that health depends on chance, but this difference in the mean
and median scores between people who had and had not used self-tests was not

significant (p=0.206 for two-sample t-test and p=0.191 for Wilcoxon rank sum test).

4.7.5.13.3 Powerful others

The range of scores was 6 (minimum is 6) to 33 (out of 36) (IQR 11-20) and the
mean and median scores were 16.2 and 16 respectively for people who had used
self-tests (n=129), compared with 6-36 (IQR 14-21), 17.6 and 17 for people who had
not done so (n=1366). This suggests that people who have self-tested do not believe
as strongly that health depends on powerful others, such as health professionals,
and the difference in the mean scores was significant using the two-sample t-test

(p=0.005). The Wilcoxon rank sum test also approached significance (p=0.007).
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4.7.5.13.4 Health value

Respondents were asked whether they strongly agreed, moderately agreed, slightly
agreed, slightly disagreed, moderately disagreed or strongly disagreed with four
statements about the value that they placed upon health. These were included as it is
argued that health locus of control cannot be properly interpreted unless account is
taken of the value placed on health by an individual. The range of scores was 4
(minimum is 4) to 24 (out of 24) (IQR 15-21) and the mean and median were 17.9
and 18 respectively for people who had self-tested (n=130), compared with the same
overall and interquartile range, a similar mean (18.1) and the same median (18) for
people who had not done so (n=1360). This suggests that people who had self-tested
and those who have not done so placed a similar value on health, and there were no
significant differences in mean and median scores between the groups using the two-

sample t-test (p=0.567) and the Wilcoxon rank sum test (p=0.568) respectively.

4.7.5.14 Summary of univariate analysis

This section has presented a univariate analysis of self-test use for each explanatory
variable arising from the initial and in-depth questionnaire. The levels of significance
for variables concerned with specific areas of interest, for example personal
characteristics, were adjusted to allow for multiple comparisons (section 3.6.9.4.4).

The levels of significance and results for each area are summarised in appendix 35.

Having ever used a self-test was significantly positively associated with: being

female, having ever worked as a health professional, confidence using a self-test,
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knowing that a range of tests were available, seeking health information more
frequently and/or from more sources listed on the questionnaire, being less satisfied
with GP consultations, and being less satisfied with your overall healthcare. There
was also a significant positive association with not believing as strongly that health
depends on powerful others, such as health professionals. This association was only
significant using the parametric two sample t-test, although the non-parametric

Wilcoxon rank sum test also approached significance.

The next section presents results from forward stepwise multiple logistic regression

analyses used to identify those variables that together best predict self-test use.

4.7.6 Multivariable analysis
4.7.6.1 Overview of this section

This section presents the results of forward stepwise multiple logistic regression
analyses used to identify those variables that together best predicted whether
someone had used a self-test. Two approaches were used: all explanatory variables
without selection were entered into the first analysis, whereas the second used
selected variables based on analyses of explanatory variables grouped according to
their focus, for example personal characteristics. It was felt that the second approach
would test the robustness of the analysis with all variables without selection and may
give a model that indicated important factors from a wider range of areas. Variables

used in the analyses and their categorisation are shown in appendix 36.

257



4.7.6.2 Regression analysis including all variables

When all of the variables were entered into a stepwise forward logistic regression
analysis with self-test use as the dependent variable, there were 1091 individuals
included in the analysis, 86 of whom had used a self-test, and the resulting model
included 12 variables (table 72). Based on the likelihood ratio chi? test, the model
itself was highly significant (chi?*=109.83, df=24, p<0.001). This test contrasts the full
model with a model with the constant only and the low p-value indicated that the null
hypothesis that the models were the same should be rejected [143, 144]. The
Hosmer Lemeshow test assesses the goodness of the fit of the model [145]. The
respondents were placed in ten groups based on the predicted probabilities and the
number of expected and observed self-tests users and non-users in each group were
compared. The p-value of 0.845 suggested that the null hypothesis, that the
observed and model generated numbers of users were not significantly different,
should not be rejected. The R?statistics do not measure the goodness of fit of the
model but are measures of effect size, indicating how useful the explanatory
variables are in predicting the response variables [145]. The Cox & Snell R? was
0.096, which was in broad agreement with the value for the Nagelkerke R? (0.226).
The values were not close to one, indicating that, even though the model was

significant, these variables together are not a very strong predictor of self-test use.

258



Table 72: Final model from stepwise forward logistic regression analysis including all variables [a].

Variables in the order they were added Coei(‘f‘;;:ient S;fagg::gc?::;r Wald | df |p-value 0(2:: :;;i)o 95%if‘$:rf\i,gfnce
Knowledge of any tests listed 0.192 0.046 17.605 | 1 0.000 1.211 1.108 1.325
Health information from any source listed 0.115 0.042 7.340 1 0.007 1.122 1.032 1.219
Health locus of control score for powerful others -0.080 0.028 8.306 1 0.004 0.923 0.874 0.975
Exercise

Five days a week or more (reference) 16.438 | 5 | 0.006

About three or four days a week 0.654 0.435 2262 | 1 0.133 1.923 0.820 4.509
About one or two days a week 0.088 0.452 0.038 | 1 0.846 1.092 0.450 2.650
Loss than once a week but at least onee 2 0.507 0.487 1086 | 1 | 0297 | 1661 0640 4.312
Exercise less than once a month 1.879 0.569 10.896 | 1 0.001 6.548 2146 19.985
Exercise never or almost never 0.046 0.674 0.005 1 0.946 1.047 0.279  3.921
Satisfaction with GP consultations -0.048 0.024 4200 | 1 0.040 0.953 0.910 0.998
Self-rated health during last 12 months

Good (reference) 9.299 | 2 | 0.010

Fairly good -0.600 0.314 3.643 | 1 0.056 0.549 0.296 1.016
Not good 0.884 0.440 4.031 1 0.045 2.420 1.021 5.733

[a] Stepwise forward logistic regression analysis of having used a self-test compared with the reference category of not having used a self-test among
1091 in-depth questionnaire respondents and including all variables.
Table continued on next page
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Coefficient

Standard error

Wald’s

Odds ratio 95% confidence

Variables in the order they were added 8) of coefficient xz df |p-value (exp (b)) interval
Only go to doctor if severe or serious symptoms

Strongly agree (reference) 12.684 | 4 | 0.013

Agree -1.050 0.375 7.858 | 1 0.005 0.350 0.168 0.729
Neither agree nor disagree 0.107 0.385 0.078 | 1 0.780 1.113 0.524 2.365
Disagree -0.167 0.348 0.231 1 0.631 0.846 0.428 1.674
Strongly disagree -0.477 0.886 0.290 | 1 0.591 0.621 0.109 3.525
Confident doctor would do test

Strongly agree (reference) 7430 | 3 | 0.059

Agree 1.080 0.431 6.281 1 0.012 2.944 1.265 6.850
Neither agree nor disagree 0.813 0.496 2.683 1 0.101 2.255 0.852 5.965
Disagree & Strongly disagree 0.504 0.604 0.698 | 1 0.404 1.656 0.507 5.404
Smoking (reference)

Not smoking 1.012 0.559 3.272 | 1 0.070 2.751 0.919 8.236
Worked as a health professional (reference)

Never worked as a health professional -0.630 0.331 3.622 1 0.057 0.532 0.278 1.019
Curious about health

Strongly agree (reference) 6.701 3 | 0.082

Agree -0.196 0.298 0433 | 1 0.511 0.822 0.458 1474
Neither agree nor disagree -1.174 0.479 6.004 | 1 0.014 0.309 0121 0.791
Disagree & Strongly disagree -0.782 0.815 0.921 1 0.337 0.458 0.093 2.259
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ici ’ Odd ti ) i
Variables in the order they were added Coefficient Standarc_i grror Wa'f' S df |p-value sratio 95 /o_confldence
(B) of coefficient X (exp (b)) interval
Health locus of control score for chance 0.047 3.356 3.356 1 0.067 1.048 0.997 1.102
Constant -2.618 4.097 4.097 1 0.043 n/a n/a n/a

Footnotes: Statistics usually reported to three decimal places for precision, but fewer decimal places reported if fewer provided.
Cox & Snell R*=0.096
Nagelkerke R?=0.226
Hosmer Lemeshow chi’=4.133, df=8, p=0.845

Number of observations=1091
Log likelihood=-246.087
LR chi’=109.83, df=24, p<0.001

261




The analysis indicated that the odds of having used rather than not having used a
self-test were significantly affected by 12 variables, as described in box 12. Self-test
use was predicted by knowing about a range of tests, seeking health information
more frequently and/or from more sources, believing that health was not controlled
by powerful others, exercising less than once a month rather than exercising five
days a week or more, being less satisfied with GP consultations, not smoking rather
than smoking, having worked rather than having never worked as a health

professional, and believing that health was controlled by chance.

Four other categorical variables showed a significant association. The likelihood of
having used a self-test was significantly increased by reporting not good rather than
good health, although reporting fairly good rather than good health was associated
with a reduced likelihood of use. The likelihood of having used a self-test was
significantly increased by agreeing rather than strongly agreeing with the statement
that the doctor would try and do a test if asked. Although non-significant, the odds of
having used a self-test were also raised for “Neither agree nor disagree” and
“Disagree & Strongly disagree” compared to “Strongly agree”. This supports strong

agreement with the statement being associated with a decreased likelihood of use.
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Box 12: Interpretation of stepwise forward logistic regression analysis including all

variables [a].

Controlling for other variables, the odds of having used rather than not having used a

self-test were:

= Increased by a factor of 1.21 for each unit increase in the score for knowledge of any

tests listed on the initial questionnaire.

= Increased by a factor of 1.12 for each unit increase in the score for obtaining information

about health from a range of sources.

= Decreased by a factor of 0.92 for each unit increase in the score for the belief that

powerful others control your health.

= Increased by a factor of 6.55 for exercising less than once a month compared to

exercising five days a week or more.

= Decreased by a factor of 0.95 for each unit increase in the score for satisfaction with GP

consultations.

* Increased by a factor of 2.42 by reporting not good rather than good health but reduced
by a factor of 0.55 by reporting fairly good rather than good health.

= Decreased by a factor of 0.35 by agreeing rather than strongly agreeing with the

statement that you should only go to the doctor with severe or serious symptoms.

= Increased by a factor of 2.94 by agreeing rather than strongly agreeing with the statement

that you would be confident that the doctor would try and do a test if asked.
= Increased by a factor of 2.75 by not smoking rather than smoking.

= Decreased by a factor of 0.53 by not having ever worked rather than having worked as a

health professional.

= Decreased by a factor of 0.31 by neither agreeing nor disagreeing rather than strongly

agreeing with the statement that you are curious about your health.

= Increased by a factor of 1.05 for each unit increase in the score for the belief that chance

controls your health.

[a] Stepwise forward logistic regression analysis of having used a self-test compared with the
reference category of not having used a self-test among 1091 in-depth questionnaire respondents and
including all variables.
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The likelihood of having used a self-test was significantly decreased by agreeing
rather than strongly agreeing with the statement that you should only go to the doctor
if you have severe or serious symptoms. Although non-significant, the odds of having
used a self-test were also decreased for “Disagree” and “Strongly disagree”
compared to “Strongly agree”, which supports strong agreement with the statement
being associated with an increased likelihood of use. Finally, similar to this, the
likelihood of having used a self-test was significantly decreased by neither agreeing
nor disagreeing rather than strongly agreeing with the statement that the person was
curious about their health. Although non-significant, the odds of having used a self-
test were also decreased for “Agree” and “Disagree & Strongly disagree” compared
to “Strongly agree”. This supports strong agreement with the statement being

associated with an increased likelihood of use.

4.7.6.3 Regression analysis with selected variables

For comparison and to test the robustness of the analysis including all variables, a
further stepwise forward logistic regression analysis was performed. This used those
variables that were in the final models arising from stepwise forward regression
analyses of variables grouped according to their focus, for example variables
concerning personal characteristics. The groups and variables that were in the final
model for each group (the cut-offs for inclusion and exclusion in the models were
p<0.1 and p=0.2 respectively) are shown in box 13. Full details of the analyses are

given in appendix 37.
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Box 13: Summary of results from individual stepwise forward regression analyses of

variables grouped according to their focus.

Group of variables

Variables included in
final model [a]

Variables excluded from final
model

Personal
characteristics

Associated with
affluence or occupation

Related to self-test
use

Behaviours

Knowledge of health
recommendations

Information about
health

Health status

Thoughts about how to
stay healthy and future
illnesses

Views about medical
tests

Views about visiting
GP

Age
Sex

Economic activity
Worked as health professional

Confidence using self-tests
Knowledge of any tests listed

Exercise

Health advice from health
professional

Health information from any
source listed

Self-rated health during last 12
months

Curious about health

Only go to doctor if severe or
serious symptoms

Confident doctor would do test

Ethnic group

IMD 2007 score
Qualifications

Smoking
Fruit and vegetables
Internet use

About fruit and vegetables
About exercise

Health advice from anyone listed
Health advice from lay person
Health advice from
complementary therapist
Long-term illness

SF-8 physical health measure
SF-8 mental health measure

Things to stay healthy
Future illnesses

Medical tests are reassuring
Like routine health checks
Medical tests cause anxiety

Only go to doctor if symptoms

Need symptoms or risk factors to
get test

Do not like to bother doctor
Evidence to justify visit to doctor
Embarrassed to tell doctor
Happy to ask doctor for check-up

[a] The cut-offs for inclusion and exclusion in the model were p<0.1 and p=0.2 respectively.
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Group of variables

Variables included in
final model [a]

Variables excluded from final
model

Access to GP

Satisfaction with
healthcare

Health locus of control

Satisfaction with GP
consultations

Health locus of control score for
chance

Health locus of control score for
powerful others

Appointment as soon as would
like

Appointment at suitable time
Travel to GP surgery

Satisfaction with own care
Satisfaction with other’s care
Health locus of control score for
internal control

Health value

When the significant variables in the individual analyses were entered into a stepwise

forward logistic regression analysis with self-test use as the dependent variable,

there were 1355 individuals included in the analysis, 114 of whom had used a self-

test. The resulting model included nine variables (table 73). Based on the likelihood

ratio chi’ test, the model itself was highly significant (chi®=105.29, df=17, p<0.001).

The low p-value indicated that the null hypothesis, that the full model and a model

with the constant only are the same, should be rejected [143, 144]. The high p-value

(0.974) for the Hosmer Lemeshow test indicated that the null hypothesis, that the

observed and model generated numbers of users were not significantly different,

should not be rejected [145]. The R? statistics, which are measures of effect size,

indicated how useful the explanatory variables would be in predicting self-test use

[145]. The Cox & Snell R? value was 0.075, which was in broad agreement with the

value for the Nagelkerke R? (0.170). The values were not close to one though,

indicating that, even though the model was significant, these variables together were

not a very strong predictor of self-test use.
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Table 73: Final model from stepwise forward logistic regression analysis including selected variables [a].

Variables in the order they were added Coe:gt):ient S;?Zg:;gc?:‘otr Wald | df |p-value O(Z:: :;;i)o 95%;:::3:?"%
Knowledge of any tests listed 0.184 0.038 23492 | 1 0.000 1.202 1.116  1.295
Health information from any source listed 0.129 0.035 13.281 | 1 0.000 1.138 1.062 1.220
Health locus of control score for powerful others -0.071 0.022 10.653 | 1 0.001 0.931 0.892 0.972
Exercise

Five days a week or more (reference) 18.198 | 5 | 0.003

About three or four days a week 0.908 0.373 5920 | 1 0.015 2.480 1.193 5.156
About one or two days a week 0.309 0.390 0.628 1 0.428 1.362 0.635 2.923
Loss than once a week but at least onee 2 0.503 0.428 1383 | 1 | 0.240 | 1654 0715 3.823
Exercise less than once a month 1.646 0.499 10.863 | 1 0.001 5.186 1.949 13.799
Exercise never or almost never -0.073 0.625 0.014 1 0.907 0.929 0.273 3.162
Health locus of control score for chance 0.053 0.021 6.102 1 0.014 1.054 1.011 1.099
Self-rated health during last 12 months

Good (reference) 7508 | 2 | 0.023

Fairly good -0.293 0.252 1.346 | 1 0.246 0.746 0.455 1.224
Not good 0.809 0.368 4824 | 1 0.028 2.246 1.091 4.623
Satisfaction with GP consultations -0.040 0.017 5.645 1 0.018 0.961 0.929 0.993

[a] Stepwise forward logistic regression analysis of having used a self-test compared with the reference category of not having used a self-test among
1355 in-depth questionnaire respondents and including variables that were significant in analyses of variables grouped according to their focus.

Table continued on next page
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Coefficient

Standard error

Wald’s

Odds ratio 95% confidence

Variables in the order they were added 8) of coefficient xz df |p-value (exp (b)) interval
Worked as a health professional (reference)

Never worked as a health professional -0.0607 0.281 4.680 1 0.031 0.545 0.314 0.945
Only go to doctor if severe or serious symptoms

Strongly agree (reference) 8578 | 4 | 0.073

Agree -0.567 0.303 3.512 | 1 0.061 0.567 0.314 1.026
Neither agree nor disagree 0.286 0.321 0.795 1 0.373 1.331 0.710 2.497
Disagree -0.088 0.301 0.085 | 1 0.770 0.916 0.508 1.652
Strongly disagree -0.044 0.685 0.004 | 1 0.948 0.957 0.250 3.665
Constant -1.973 0.883 499 | 1 0.025 n/a n/a n/a

Footnotes: Statistics usually reported to three decimal places for precision, but fewer decimal placed reported if fewer provided.
Cox & Snell R?>=0.075
Nagelkerke R?=0.170
Hosmer Lemeshow chi’=2.202, df=8, p=0.974

Number of observations=1355
Log likelihood=-338.609
LR chi’=105.29, df=17, p<0.001
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This analysis indicated that the odds of having used rather than not having used a
self-test were significantly affected by nine variables, as described in box 14. Self-
test use was predicted by knowing about a range of tests, seeking health information
more frequently and/or from more sources, believing that health was not controlled
by powerful others, believing that health was controlled by chance, reporting not
good rather than good health, being less satisfied with GP consultations, and having

worked rather than never having worked as a health professional.

Two other categorical variables had a significant association. The likelihood of having
used a self-test was significantly increased by exercising about three or four days a
week and less than once a month compared to five days a week or more. Although
non-significant, the odds of having used a self-test were also increased for all the
other categories, which all also concerned a lower frequency of exercise. This
supports exercising five days a week or more being associated with a decreased
likelihood of use. The likelihood of using a self-test was significantly decreased by
agreeing rather than strongly agreeing with the statement that you should only go to
the doctor if you have severe or serious symptoms. Although non-significant, the
odds of having used a self-test were also decreased for “Disagree” and “Strongly
disagree” compared to “Strongly agree”, which supports strong agreement being

associated with an increased likelihood of use.
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Box 14: Interpretation of stepwise forward logistic regression analysis [a] including

significant variables from analyses of grouped variables.

Controlling for other variables, the odds of having used rather than not having used a

self-test were:

= Increased by a factor of 1.20 for each unit increase in the score for knowledge of any

tests listed on the initial questionnaire.

= Increased by a factor of 1.14 for each unit increase in the score for obtaining information

about health from a range of sources.

= Decreased by a factor of 0.93 for each unit increase in the score for the belief that

powerful others control your health.

= Increased by a factor of 2.48 by exercising about three or four days a week and by a
factor of 5.19 by exercising less than once a month compared to exercising five days a

week or more.

= Increased by a factor of 1.05 for each unit increase in the score for the belief that chance

controls your health.
» Increased by a factor of 2.25 by reporting not good rather than good health.

= Decreased by a factor of 0.96 for each unit increase in the score for satisfaction with GP

consultations.

= Decreased by a factor of 0.55 by not having ever worked rather than having worked as a

health professional.

= Decreased by a factor of 0.57 by agreeing rather than strongly agreeing with the

statement that you should only go to the doctor with severe or serious symptoms.

[a] Stepwise forward logistic regression analysis of having used a self-test compared with the
reference category of not having used a self-test among 1355 in-depth questionnaire respondents and
including variables that were significant in analyses of variables grouped according to their focus.
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4.7.6.4 Comparison of models

The p-value for the Hosmer Lemeshow test for the second model using selected
variables (0.974) was higher than the p-value for the model generated when all
variables were simply included in the analysis (0.845), suggesting that the second
model was a slightly better fit. The R? measures, however, indicated that the original
model would be more useful in predicting who had actually used a self-test: the Cox
and Snell R? and Nagelkerke R? for the original model (0.096 and 0.226 respectively)
were slightly higher than the values for the second model (0.075 and 0.170
respectively). In both cases, however, the R? values were not close to one, signifying
that the models would not be strong predictors of self-test use. Most of the variables
included in the models were the same — the second model included three fewer
variables but all of the nine included variables were in the original model - and the

size of their effects were also similar, as summarised in table 74.
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Table 74: Comparison of variables included in the models generated by using all variables and selected variables.

Model generated from all variables

Model generated from selected variables

Variable Included (at step) Odds ratio Included (at step) Odds ratio
Knowledge of any tests listed Yes (1) 1.21 Yes (1) 1.20
Health |r_1format|on from any Yes (2) 112 Yes (2) 114
source listed
Health locus of control score for Yes (3) 0.92 Yes (3) 093
powerful others
6.55 for less than 2.48 for about three or four
Exercise Yes (4) ' Yes (4) days a week, and 5.19 for
once a month
less than once a month
Satisfaction with GP
consultations (GPAQ) ves (9) 0.95 Yes (7) 0.96
0.55 for fairly good and
Self-rated health Yes (6) 2.42 for not good Yes (6) 2.25 for not good
Onlly go to doctor if severe or Yes (7) 0.35 for agree Yes (9) 0.57 for agree
serious symptoms
Confident doctor would do test Yes (8) 2.94 for agree No n/a
Smoking Yes (9) 2.75 No n/a
Worked as a health Yes (10) 0.53 Yes (8) 0.55
professional
Curious about health Yes (11) 0.31 for n(_alther agree No n/a
nor disagree
Health locus of control score for Yes (12) 1.05 Yes (5) 1.05

chance
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4.7.6.5 Summary of regression analyses

This section presented the results of stepwise multiple logistic regression analyses
used to identify those variables that together best predict self-test use. Two
approaches were used: all explanatory variables were entered without selection into
the first analysis. This lead to a model with 12 variables: use was predicted by (1)
knowing about a range of tests, (2) seeking health information more frequently and/or
from more sources, (3) believing that health was not controlled by powerful others,
(4) exercising less than once a month rather than five days a week or more, (5) being
less satisfied with GP consultations, (6) reporting not good rather than good health,
(7) agreeing rather than strongly agreeing that the doctor would try and do a test if
asked, (8) strongly agreeing rather than agreeing that you should only go to the
doctor if you have severe or serious symptoms, (9) not smoking rather than smoking,
(10) having worked rather than never having worked as a health professional, (11)
strongly agreeing rather than neither agreeing nor disagreeing that you were curious

about your health, and (12) believing that health was controlled by chance.

The second approach involved entering selected variables based on analyses of
explanatory variables grouped according to their focus, for example personal
characteristics. It was felt that this approach would test the robustness of the analysis
with all variables and may give a model that indicated important factors from a wider
range of areas. This analysis lead to a model with nine variables: use was predicted
by (1) knowing about a range of tests, (2) seeking health information more frequently
and/or from more sources, (3) believing that health was not controlled by powerful

others (4) exercising about three or four days a week and less than once a month
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rather than five days a week or more, (5) believing that health was controlled by
chance, (6) reporting not good rather than good health, (7) being less satisfied with
GP consultations, (8) having worked rather than never having worked as a health
professional, and (9) strongly agreeing rather than agreeing that you should only go

to the doctor if you have severe or serious symptoms.

The second model was a slightly better fit, but the first would be more useful in
predicting use. The variables included in the models were similar, suggesting that
their inclusion was appropriate: the first model only included three explanatory
variables not included in the second (being confident the doctor would do a test if
asked, smoking status, and being curious about your health), and the second did not

include any explanatory variables not included in the first model.

4.7.7 Summary of this section

Interviews with a sample of respondents to the initial questionnaire and a systematic
literature review lead to the design of an in-depth questionnaire to collect data on
factors that may predict self-test use. This was sent to willing respondents to the
initial questionnaire who had and had not reported use. Questionnaires sent to
people who reported use included a section asking for details so that use could be
confirmed. This section has presented an analysis of data from the in-depth

questionnaire with the aim of determining factors that predict confirmed self-test use.
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The mailing of the questionnaires was described. Two thousand two hundred and
five (63%) of 3505 eligible people consented to another questionnaire and 2174 were
sent out after exclusions. Eight questionnaires were undelivered, leaving 2166 that
were delivered. Seventy eight blank and 1537 (71%) completed questionnaires were

returned. After 16 exclusions, there were 1521 (70%) eligible questionnaires.

Data quality was also reviewed. For sections concerning factors that may predict self-
test use, this was based on double data entry of around 15% of questionnaires. Only
six of 156 data items had discrepancy rates greater than 1.5% and appropriate action
was taken for these items. The discrepancy rate for each person who had entered
data was also reviewed. After removing discrepancies related to the misinterpretation
of two data items by one person, discrepancy rates varied from 0.13% to 0.88%,
which was considered to be acceptable. For sections collecting details of self-test
use, this was based on double data entry of around 10% of these sections. Fourteen
of 77 data items showed at least one discrepancy, but the original database was

correct or no amendments were needed in all cases and no further action was taken.

Characteristics of eligible respondents to the in-depth questionnaire were described
based on responses to the initial and in-depth questionnaires and population-based
data were presented, where available, for comparison. They appeared to be more
likely to be female, older and from white ethnic groups than the population of
England. They were also more affluent, more qualified, more likely to be retired than

economically inactive for other reasons and less likely to smoke, although frequent
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internet use was less common than was reported from a national population-based
survey. Most respondents described at least fairly good health, in line with other
population-based estimates, but a higher proportion reported a long-term illness.
Respondents were positive about the role of medical tests. They tended to agree that
certain criteria, such as severe symptoms, legitimise a visit to the doctor, but they
were also confident that their doctor would try and do a check-up or test if asked and
embarrassment would not stop them consulting. Respondents had few problems
making appointments or travelling to the GP and they were generally satisfied with
GP consultations and healthcare overall. They placed a fairly high value on health
and tended to believe that health was controlled internally, rather than by chance or
powerful others. Finally, most respondents would have felt confident using a self-test,
although most did not know about them and only 8.8% (n=132) of 1521 eligible

respondents were confirmed as having used a self-test without clinical involvement.

A univariate analysis of self-test use for each explanatory variable arising from the
initial and in-depth questionnaire was then presented. Having ever used a self-test
was significantly positively associated with being female, having ever worked as a
health professional, confidence using a self-test, knowing that a range of self-tests
were available, seeking health information more frequently and/or from more
sources, being less satisfied with GP consultations, being less satisfied with
healthcare overall, and not believing as strongly that health depends on powerful

others such as health professionals.
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Finally, results of stepwise multiple logistic regression analyses used to identify those
variables that together best predict self-test use were presented. In both models
presented, use was predicted by: (1) knowing about a range of tests, (2) seeking
health information more frequently and/or from more sources, (3) believing that
health was not controlled by powerful others, (4) exercising less frequently, (5) being
less satisfied with GP consultations, (6) reporting not good rather than good health,
(7) strongly agreeing that you should only go to the doctor if you have severe or
serious symptoms, (8) having worked rather than never having worked as a health
professional, and (9) believing that health was controlled by chance. When all
variables were entered into the analysis, weaker agreement (agreeing rather than
strongly agreeing) that the doctor would try and do a test if asked, not smoking rather
than smoking, and strongly agreeing that you were curious about your health were
also in the final model. When variables were selected for entry into the analysis from
analyses of explanatory variables grouped according to their focus, no additional
variables were in the final model. The second model (selected variables) was a

slightly better fit, but the first (all variables) would be more useful in predicting use.

The next section provides an overview of the whole results chapter.
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4.8 Summary of this chapter

The results of the various parts of the study were presented in this chapter. The first
section set out the results of the systematic search of the internet for self-tests that
were available to buy by members of the public in the UK. A wide range was
available: 104 unique self-tests were identified related to 24 named conditions,
including cancers, chronic conditions and infections. These self-tests required a
variety of samples, including blood obtained using a lancet. The samples were
processed at home or sent to a laboratory with results returned by email or post. This
information was used in the design of a short initial questionnaire, which asked if

people registered with general practices had ever used any of a list of self-tests.

The second section described the findings from interviews with 23 respondents to the
initial questionnaire who had reported self-test use. The objective was to gain a
better understanding of the use of self-tests and generate a list of factors that may
predict use. Most interviewees were women (n=18) and most were aged 35 to 64
years, employed, and in at least fairly good health. Some had actually used the tests
that they had marked on the initial questionnaire with the involvement of clinicians.
Interviewees had also accessed tests in a variety of ways, rather than simply buying
a test. This highlighted the opportunity of the in-depth questionnaire to confirm use

reported on the initial questionnaire and investigate how self-tests were accessed.

The findings from the interviews were organised around two themes. One focused on

experiences of self-testing: self-tests were usually discovered opportunistically and
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interviewees found them easy to use and talked about their positive impact, for
example from changes made as a result of a diagnosis. The other theme focused on
motivations for self-testing centred around four sub-themes. The first sub-theme
described reasons for self-testing, which tended to be a desire for a specific
diagnostic outcome or more speculative reasons, such as a routine health check.
The second sub-theme detailed perceived benefits of self-testing: being in control of
one’s health, being anonymous, and convenience compared with the practical
difficulties of visiting the doctor. Although these were likely to be positive motivators
for self-testing, some interviewees described possible negative motivators related to
the third sub-theme, which concerned attitudes to and experiences of healthcare, for
example dissatisfaction with past care. The fourth sub-theme focused on the broader
context of some participants’ positive attitude to their health, for example believing
that they could improve their health and taking steps to do so. Interviewees generally
spoke about a mix of positive and negative motivators, but extreme profiles were
apparent. For some participants with a positive attitude towards health and
healthcare, self-testing simply enabled them to carry out a routine health check, for
example on their cholesterol level. In contrast, others described wanting to avoid
conventional services because of past experiences and using self-tests to try and

diagnose a specific problem.

The third section described the results of the systematic literature review for evidence
for factors that may be associated with using self-tests and, because of the lack of
evidence in this area, similar activities. The objective was to add to the list of factors

generated from the interviews. Fifty eligible papers related to 46 studies were
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identified. The evidence from these papers suggested that users of CAM and OTC
medicine were female, middle-aged, had some measure of affluence and/or were
educated with some measure of poor health, and that people who used the private
sector were generally middle-aged and had some measure of affluence and/or were
educated. Other factors may also be associated with use of these activities, but they
were not as universally studied so the results were less conclusive. Four studies
about CAM and one about OTC medicine suggested a link with healthy lifestyles or
being health conscious and knowledgeable about health. Two studies also found that
CAM users were more likely to believe that they control their health or less likely to

believe that doctors control their health than users of orthodox medicine.

The fourth section brought together information from the interviews and systematic
literature review to feed into the design of an in-depth questionnaire to investigate
factors that were potentially predictive of self-test use. Factors that were asked about
in the questionnaire were: age, sex, having worked as a health professional,
educational attainment, engagement in health-improving behaviours, knowledge
related to health, health information-seeking behaviour, health status, concern with
improving health or future illnesses, views about health checks and medical tests,
views about when it is appropriate to visit the GP, access to conventional services,
satisfaction with conventional care, and beliefs about how health is controlled.
Employment status was also available from the initial questionnaire and affluence
was assessed with the IMD derived from respondents’ postcodes. It was also
considered important that the questionnaire clarified whether tests marked on the

initial questionnaire had been used with or without the involvement of a clinician.
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The penultimate section set out estimates of the prevalence of self-test use derived
from the initial questionnaire and based on use confirmed by the in-depth
questionnaire. The initial questionnaire suggested that about one in 10 men and one
in seven women have used a self-test excluding tests for pregnancy or high BP. This
was based on questionnaires received from 5025 people (63% of 7964 delivered)
with a broadly similar sex- and age-profile to the general population, although higher
proportions of them were from white ethnic groups or retired rather than economically

inactive for other reasons. The most commonly reported test was for diabetes.

Eligible completed in-depth questionnaires were received from 235 people who had
reported use of a test other than for high BP or pregnancy on the initial questionnaire.
This was 65% of the 361 delivered questionnaires but only 51% of the 487 people
who initially reported such use and were eligible for a questionnaire, mainly because
only 368 (76%) of them consented to another questionnaire. One hundred and thirty
two (56%) of these 235 people had used the test without clinical involvement and use
was most often confirmed for tests for diabetes. This facilitated the calculation of a
lowest limit for prevalence: it was estimated that about one in 46 men and one in 21
women have used a self-test other than for high BP or pregnancy. As this did not
take account of respondents to the initial questionnaire who did not return an eligible
in-depth questionnaire, an exploratory analysis assumed that everyone who initially
reported use but did not return an eligible in-depth questionnaire had the same sex-
specific rates of confirmed use as eligible responders. This lead to the estimate that

around one in 18 men and one in 11 women have used a self-test.
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The in-depth questionnaire also confirmed that people had accessed self-tests in
several ways, rather than just buying a test, and this varied depending on the type of
test. People who had used cholesterol tests, for example were most likely to have
bought them from a pharmacy to use at home. Similar to this, reasons for self-test
use also appeared to vary depending on the type of test. People who had used
cholesterol tests, for example, were looking for reassurance, whereas people who

used tests for urine infection had symptoms and wanted a diagnosis.

The final section considered factors that may predict self-test use using data mainly
from the in-depth questionnaire. The analysis included 1521 in-depth questionnaires
(70% of 2166 delivered). Eligible respondents were more likely to be female, older
and from white ethnic groups than the national population. They were also more
affluent, more qualified, more likely to be retired than economically inactive for other
reasons and less likely to smoke and use the internet frequently. Most described at
least fairly good health, in line with other population-based estimates, although a
higher proportion reported a long-term illness. Respondents tended to be positive
about medical tests. They also tended to agree that certain criteria legitimise a visit to
the doctor, for example having symptoms, although they were confident that their
doctor would try and do a test or check-up if asked and embarrassment would not
prevent them visiting the doctor. Respondents described few problems accessing
healthcare and satisfaction was generally high. They tended to place a high value on
health and believe that health was controlled internally, rather than by chance or

powerful others. Finally, most respondents would have felt confident using a self-test,
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although most did not know about them and only 8.8% (n=132) of 1521 eligible

respondents were confirmed as having used a self-test without clinical involvement.

A univariate analysis of self-test use for each explanatory variable arising from the
initial and in-depth questionnaire was presented. Self-test use was significantly
positively associated with: being female, having worked as a health professional,
confidence using a self-test, knowing that a range of self-tests were available,
seeking health information more frequently and/or from more sources, being less
satisfied with GP consultations, being less satisfied with overall healthcare, and not

believing as strongly that health depends on powerful others, such as doctors.

Finally, the results of stepwise multiple logistic regression analyses used to identify
those variables that together best predict self-test use were presented. In both
models presented, use was predicted by: (1) knowing about a range of tests, (2)
seeking health information more frequently and/or from more sources, (3) believing
that health was not controlled by powerful others, (4) exercising less frequently, (5)
being less satisfied with GP consultations, (6) reporting not good rather than good
health, (7) strongly agreeing that you should only go to the doctor if you have severe
or serious symptoms, (8) having worked rather than never having worked as a health
professional, and (9) believing that health was controlled by chance. When all
variables were entered into the analysis, weaker agreement (agreeing rather than
strongly agreeing) that the doctor would try and do a test if asked, not smoking rather

than smoking, and strongly agreeing that you are curious about your health were also
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in the final model. When variables were selected for entry based on analyses of
explanatory variables grouped according to their focus, there were no additional
variables in the final model. The second model (selected variables) was a slightly

better fit, but the first (all variables) would be more useful in predicting use.

The next chapter presents a discussion of this study, including the main findings, the
strengths and weaknesses, the results in the context of related literature, the

meaning and implications of the study, and future research related to self-tests.
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5 DISCUSSION

5.1 Overview of this chapter

This chapter presents a discussion of the study. The rationale for the study and its
aims and methods are reviewed, followed by a summary of the main findings. This is
followed by a review of the strengths and weaknesses of the study with the potential
impact of the limitations. The results of the study are then discussed in the context of
existing research in this area and related literature. The meaning of this study is then

considered before the direction for future research related to self-tests is discussed.

5.2 Overview of rationale, aims and methods

The availability and range of self-tests to diagnose or screen for medical conditions
without involving a health professional has increased [1]. This has been driven by
advances in technology and the resulting commercial opportunities, but the
emergence of self-tests has also coincided with and been fuelled by a renewed
emphasis on self-care and patient participation. This has been partly driven by
patients themselves, who increasingly favour greater involvement in decisions about
their health and healthcare, and by policymakers, who are keen to capitalise on the

popularity of self-care and its potential to improve outcomes whilst saving costs.

Self-tests undoubtedly have possible individual benefits, for example convenience
and anonymity, and population benefits, for example increased coverage of testing

for diseases where an early diagnosis is important. There are, however, possible
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individual harms. Harm could, for example, result from false positive results leading
to false reassurance, and the risk of this could be increased by the lack of a firm
evidence base for tests, insufficient quality assurance, and insufficient accompanying
information or the lack of an independent person to enable the user to adequately
weigh up harms and benefits before using the test. In terms of potential population
harms, self-testing has the potential to reduce but also reinforce inequity: appropriate
use of self-tests could free up conventional services, but people who are unable to
adequately communicate their needs to health professionals might turn to expensive
and perhaps undesirable self-tests. Self-test use is also likely to impact on healthcare
due to demands to investigate false positive results or clinically insignificant true

positive results.

Despite these potential impacts, there had been a lack of research in this area: this
study was the first and only study in the UK to-date to examine the use of self-tests.
The aims of this study were to describe the prevalence of the use of self-tests by
members of the public to diagnose or screen for medical conditions without the
involvement of a health professional and to determine factors that are associated

with their use.

To meet the aims of the study, a systematic search of self-tests available to buy via
the internet was initially conducted. This informed the design of an initial
questionnaire asking about whether people had used self-tests. A population-based

survey of adults registered with general practices in Birmingham, Warwickshire and
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Worcestershire was then conducted, which lead to an initial assessment of the
prevalence of self-test use and generated a sample of users who were willing to be
interviewed. The interviews provided an opportunity to gain a better understanding of
self-test use and generate a list of candidate factors that may be associated with their
use. A systematic review of the literature for evidence for factors that may be
associated with using self-tests and, because of a lack of evidence in this area,
similar activities added to this list, which then informed the design of an in-depth
questionnaire. This was sent to willing respondents to the initial questionnaire who
had and had not reported self-test use. Questionnaires sent to people who had used
self-tests also included a section asking for details of use so that this could be
confirmed, leading to a more accurate estimation of the prevalence of self-test use

and enabling determination of factors that predict confirmed self-test use.

5.3 Main findings of the study

The systematic search of the internet identified 104 unique self-tests that were
available to buy by members of the public in the UK in 2006. These tests related to
24 conditions, including cancers (e.g. prostate specific antigen) and sexually
transmitted infections (e.g. HIV-infection). The tests required a range of samples
including blood obtained with a lancet and the sample was either processed
immediately at home or sent to a laboratory with results returned directly to the user.

Prices ranged from less than one to just over seventy five pounds.
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The interviews with people who had reported self-test use on the initial questionnaire
indicated that a minority of these tests had actually been used with the involvement
of a clinician and that tests used without a clinician had been accessed in a range of
ways. Rather than simply buying tests, people borrowed testing devices and health
professionals used tests at work. The interviewees described self-testing as a
generally positive experience: self-tests were easy to use and had a positive impact,
for example from changes made as a result of a diagnosis. There was one exception,
however, where an interviewee felt that the tests had been expensive in terms of

their cost but worthless in terms of improving her health.

Interviewees described motivations for self-testing centred about four areas:
expressed reasons, perceived benefits, attitudes to and experiences of healthcare,
and attitudes to health. Expressed reasons tended to be either a desire for a specific
diagnostic outcome or something more speculative, such as curiosity. Perceived
benefits were being in control, being anonymous, and convenience compared with
the practical difficulties of visiting the doctor. Some interviewees described possible
negative motivators related to their experiences of healthcare, for example
dissatisfaction with past care, whereas some spoke about the broader context of their
positive attitude to health, for example believing that they could improve their health
and taking steps to do so. Overall, participants tended to talk about a mix of positive
and negative motivators, but more extreme profiles, possibly related to different types
of self-tests, were apparent. Some people had a positive attitude towards health and

healthcare and simply wanted to check on their health, for example their cholesterol
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level. In contrast, others described wanting to avoid conventional services because of

past experiences and using self-tests to try and diagnose a specific problem.

Fifty eligible papers related to 46 studies were identified during the systematic review
of the literature for evidence for factors that may be associated with the use of self-
tests and, because of a lack of evidence in this area, similar activities. The evidence
from these papers indicated that users of CAM and OTC medicine are female,
middle-aged, have some measure of affluence and/or are educated with some
measure of poor health, and that people who use the private sector are middle-aged
and have some measure of affluence and/or are educated. Some other factors were
also identified as being possibly associated with use of these activities, namely
healthy lifestyles or being health conscious and knowledgeable about health, and

believing that you control your health or that doctors do not do so.

The interviews and systematic review lead to a list of candidate factors that may be
associated with self-test use, which fed into the design of an in-depth questionnaire
to investigate those factors. Factors included in the questionnaire were: age, sex,
having worked as a health professional, educational attainment, engagement in
health-improving behaviours, knowledge related to health, health information-seeking
behaviour, health status, concern with improving health or future illnesses, views
about health checks and medical tests, views about when visiting the GP is
appropriate, access to conventional services, satisfaction with conventional care, and

beliefs about how health is controlled. Employment status was also available from
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the initial questionnaire and a measure of affluence was assigned based on
respondents’ postcodes. The interviews had also highlighted the need to clarify
whether tests marked on the initial questionnaire had been used with or without the
involvement of a clinician. In-depth questionnaires sent to people who initially

reported use of self-tests, therefore, included a section asking for details.

Based on initial questionnaires received from 5025 people (63% of 7964 delivered)
with a similar sex- and age-profile to the general population, it was estimated that
about one in 10 men and one in seven women have used a self-test other than for

pregnancy or high BP. The most commonly reported test was for diabetes.

In-depth questionnaires were received from 235 people who initially reported use of a
test other than for high BP or pregnancy (65% of 361 delivered questionnaires but
only 51% of 487 people who initially reported such use and were eligible for a
questionnaire) and 132 of them were confirmed as having used the test without
clinical involvement. This lead to a lowest limit for the prevalence of self-test use:
about one in 46 men and one in 21 women have used a self-test other than for
pregnancy or high BP without clinical involvement. Assuming that everyone who
initially reported use but did not return an eligible in-depth questionnaire had the
same age- and sex-specific rates of confirmed use as eligible responders, it was
estimated that the prevalence of self-test use was actually around one in 18 men and

one in 11 women. Use was most often confirmed for tests for diabetes, and such
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tests were most commonly used because there was a family risk of the condition and

most commonly accessed by borrowing a testing device.

Based on a univariate analysis including data from 1521 in-depth questionnaires
(70% of 2166 delivered), 132 of whom were confirmed as having used a self-test,
self-test use was significantly positively associated with: being female, having worked
as a health professional, confidence using a self-test, knowing that a range of tests
were available, seeking health information more frequently and/or from more
sources, being less satisfied with GP consultations, being less satisfied with
healthcare overall, and not believing as strongly that health depends on powerful

others, such as health professionals.

Stepwise multiple logistic regression analyses were conducted with (1) all
explanatory variables, and (2) variables from the final models from analyses of
variables grouped according to their focus. Both indicated that confirmed self-test use
was predicted by: (1) knowing about a range of tests, (2) seeking health information
more frequently and/or from more sources, (3) believing that health was not
controlled by powerful others, (4) exercising less frequently, (5) being less satisfied
with GP consultations, (6) reporting not good rather than good health, (7) strongly
agreeing that you should only go to the doctor if you have severe or serious
symptoms, (8) having worked rather than never having worked as a health
professional, and (9) believing that health was controlled by chance. When all

variables were entered into the analysis, weaker agreement (agreeing rather than
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strongly agreeing) that the doctor would try and do a test if asked, not smoking rather
than smoking, and strongly agreeing that you were curious about your health were
also predictive. Even though the models arising from the stepwise analyses were
significant, the measures of effect size indicated that these variables together were

not a very strong predictor of self-test use.

54 Strengths and weaknesses of the study

A clear definition of a self-test was constructed at the beginning of the study as it was
felt that this was important to guide this research and aid future researchers wishing
to interpret this work. Research related to testing by lay people is novel in the UK, but
there is some literature from other countries. Although definitions were by no means
uniform, there appeared to be some key features, notably “collecting samples (urine,
blood etc) by themselves” [211] and “without involvement of a third party” [212]. This
lead to a definition based on what were felt to be those integral components of lay-
testing that represented a shift in behaviour, namely taking a biological sample to
diagnose a medical condition without involving a doctor, nurse or other health
professional. This was supported by definitions from the MHRA [50]. Although
covered by the definition, pregnancy tests were purposefully excluded as their use is
probably now expected by doctors [51], which is different to other self-tests.
Prevalence estimates were, however, presented with and without tests for pregnancy

and high BP to facilitate comparison with other studies.

292



This definition, however, excluded tests that did not involve taking a biological
sample, such as self-initiated imaging or screening tests based on, for example,
changes in mental state or perception. An “Early Alert Alzheimer’'s Home Screening
Test” has been reported as being available in the USA based on scratch-and-sniff
style scents [213], and the definition may, therefore, need to be amended in the
future. Nevertheless, the parameters set in this study, taking a biological sample
without the involvement of a doctor, nurse or other health professional, set a clear

baseline to enable future comparisons.

This study involved sending initial questionnaires to a large sample of about 8000
people registered with general practices. The study was population-based and
general practices were only asked to exclude people who might be distressed by the
questionnaire, for example because of severe mental illness, terminal illness or
recent bereavement. Age alone was not a reason for exclusion. Three hundred and
forty one people were excluded before the initial mailing: 226 were excluded by the
general practice and 115 lived with someone who was excluded. The exact reason
for exclusion was not given for 160 people, but a range of reasons were stated for
excluding the other 66 people, for example frailty, dementia and terminal care.
Although these exclusions may have lead to a slight under or overestimation of self-
test use, depending on whether these people were more or less likely to have used

self-tests, it seems unlikely that the results have been greatly affected.
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The self-tests that were listed on the initial questionnaire arose from a systematic
search of self-tests available to buy via the internet. During the search, an attempt
was made to verify that each test identified could be purchased by a member of the
public in the UK, but this was not always possible without actually purchasing the
test. A small number of tests may, therefore, have been erroneously included, for
example where the retailer would refuse to ship to the UK after credit card details
were submitted. Retailers also provided varying amounts of information about tests
on their websites. An attempt was made to determine the number of unique tests that
were available by looking for duplicate tests, that is the same tests sold by different
retailers, but this was limited by the amount of descriptive information available from
some retailers. Even with background knowledge, it was sometimes difficult to
determine from the information provided exactly what the test detected, what doing
the test involved, and the sample that was required. These issues may mean that the
total numbers of tests and unique number of tests available were slightly
overestimated, but the identification of nine retailers based in the UK confirmed the

general availability of self-tests.

The internet search was intended to be systematic rather than exhaustive. Only the
first 20 sites returned from each search were examined and there will, therefore,
have been relevant sites that were missed. Furthermore, other search terms, such as
“‘Home test” with a relevant disease or disease category, may have identified more
relevant sites. There will also have been tests available through other outlets that
were not included, for example from high street pharmacies as described by

interviewees, but the search was designed to be systematic and it gave an indication
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of the range available for different conditions. The results indicate that self-tests are
available to buy by members of the UK public for at least 24 conditions, although they

do not exhaustively list every website selling self-tests or every self-test available.

The resulting list of tests on the initial questionnaire included several that were
potentially sensitive, for example for HIV-infection. Questionnaires were marked with
a unique study number rather than the person’s name or address and the cover letter
stated that answers would be confidential and only seen by the research team. The
cover letter also said that respondents could leave out any question that they felt
unhappy about answering. Despite this, prevalence, particularly for potentially
sensitive self-tests, may have been underestimated because of respondents’

concerns about disclosing information about their use.

A small number of respondents to the initial questionnaire were excluded from the
prevalence estimations (n=60) because they reported sex-inappropriate tests or
because the age and/or sex they provided on the initial questionnaire suggested that
they were not the intended recipient. A margin of two years difference was allowed
before someone was excluded based on their age to allow for birthdays close to the
mailing date. This measure was discussed with a GP, who advised that practice
records were usually likely to be correct and, therefore, that these people were
unlikely to be the intended recipient. It seemed plausible that people who chose to fill
in a questionnaire about self-testing not addressed to them may have been more

likely to have used or been interested in self-tests. As the intention was to obtain an

295



unbiased population-based sample, it seemed correct, therefore, that they should
have been completely excluded from the numerator and denominator. Excluding
people who used sex-inappropriate tests also seemed appropriate, although these
people were completely excluded with any other tests that they may have correctly

reported, which may have lead to a very slight underestimation of self-test use.

The initial questionnaire was kept short to improve response rates and the response
rate (64%) was high: a study of postal surveys published in journals from the USA
found that the mean response rate was 60% among 42 surveys of patients or parents
of patients [214]. Keeping the questionnaire short, however, limited the space
available to define a self-test. The questionnaire was piloted before use for ease of
completion and face validity. Despite this, interviews with respondents from the first
two practices indicated that the definition had sometimes not been strictly followed. It
became apparent during the interviews that the method of accessing the test had
been interpreted more widely than simply buying a test: tests reported on the initial

questionnaire had actually been accessed in a variety of other ways.

The two-stage process of sending out an initial questionnaire and then an in-depth

questionnaire had originally been planned to ensure that response rates to the longer
in-depth questionnaire remained high (70%): initially contacting people and asking for
their consent to receive a longer questionnaire has been shown to increase response
rates [215]. The in-depth questionnaire, however, also provided a means of exploring

how people who reported use on the initial questionnaire had accessed tests. In line
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with the interviews, much of the use described on the in-depth questionnaire related
to tests or testing devices that had not been bought, for example that had been
borrowed from friends or relatives instead. There may, therefore, have been other
respondents to the initial questionnaire who strictly followed the definition and did not

mark tests accessed in other ways.

It also became apparent during the interviews that some interviewees had actually
used tests marked on the initial questionnaire with the involvement of a clinician. The
in-depth questionnaire again provided a means of investigating this and confirming
whether tests reported on the initial questionnaire had actually been used without
clinical involvement. As a result, it became clear that a sizeable proportion of initially
reported use did involve a health professional, indicating a likely overestimation of
the prevalence of self-test use from the initial survey. For example, the in-depth
questionnaire demonstrated that the high prevalence of initially reported use of tests
for blood in the stool in one practice related to a pilot of the NHS Bowel Screening
Programme in that area. This highlighted the potential confusion for respondents
between a test done at home but recommended by a clinician and a self-test done

outside a clinical setting without clinical input.

Confirmation of use was, however, only possible for people who actually returned the
in-depth questionnaire. The estimates of prevalence of confirmed use that are based
on responses to the in-depth questionnaires, therefore, represent a lowest limit for

the prevalence of self-testing. An exploratory analysis was used to indicate actual
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levels, but this depended on assuming that levels of use are similar among those
who did consent and then respond to an in-depth questionnaire and those who did
not consent or who did consent but did not respond. The two-stage process of
sending out an initial followed by an in-depth questionnaire means, however, that the
sample completing the in-depth questionnaire are likely to be selected, for example,
more interested in, and amenable to self-testing, which may have led to an
overestimate of prevalence based on the exploratory analysis. This selection bias is
suggested by an increase in the proportion of people who initially reported use of
self-tests other than for high BP or pregnancy among those who were eligible for an
in-depth questionnaire (487/3505=14%) and those who consented to an in-depth

questionnaire (368/2205=17%), as shown in the flowchart in appendix 7.

All prevalence estimates were sex- and age-standardised to take account of any
differences between the age and sex profile of the study and the national population,
but respondents to the in-depth questionnaire were different to the national
population in other ways: they were notably more affluent and educated. These are
factors that were postulated as being related to self-testing and the absence of their
inclusion in the final models may reflect the fact that there was simply not enough
diversity in this population to identify an association between those factors and self-
testing. More generally, the age- and sex-standardised prevalence of self-testing may
be overestimated because the sample includes a higher proportion of people who are

likely to self-test than the general population.
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Practices were selected to be invited to participate in the study from four groups.
These were based on whether the IMD rank of the super output area and the
population density of the ward, based on the 2001 Census, in which practices were
located were high or low. Practices in each group were then ordered based on the
proportion of the ward population that were from non-white ethnic groups, based on
the 2001 Census, and practices were selected from across this range. The aim was
to invite practices from a mix of economic and ethnic backgrounds and urban and
rural settings. At least one of the six participating practices was from each of the four
groups, but respondents to both questionnaires were overwhelmingly white and
respondents to the in-depth questionnaire were more affluent than the national
population, indicating that the aim had not been achieved. The IMD ranks for the six
participating practices actually ranged from 5437 (most deprived) to 25634 (most
affluent) out of 32482 super output areas in England, and the proportion of people
from white ethnic groups ranged from 89% to 99% compared with 89% of the
population of England in 2007 [202]. This indicates that no practices from very
deprived areas or from areas with a very high proportion of people from non-white

ethnic groups actually participated.

On reflection, the division into high and low IMD rank was too broad and finer division
with oversampling of practices from deprived areas would have been likely to have
achieved a more diverse population. Similar to this, a more sensitive strategy for
selecting practices with a high proportion of people from non-white ethnic groups with
oversampling of such practices would have been appropriate. This should also have

been supported by the addition of text to the covering letter for the questionnaires in
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appropriate languages, which was not done because it was not prioritised highly

enough within the available resources.

This study involved both quantitative and qualitative methodologies. A range of roles
have been identified for the different methods within a mixed methods study [216].
These include defining a research question and designing study instruments, as in
this study. Central to the effectiveness of a mixed methods study is a clear and
strategic relationship between the methods to ensure that the data converge to
produce greater insight than a single method could [217]: mixed methods studies
have been criticised for simply using parallel methods without any integration [218].
The use of qualitative methods was integral to this study to facilitate the development
of a quantitative measure. The initial questionnaire provided a sample of respondents
who would be interviewed and these interviews fed into the design of a quantitative
in-depth questionnaire. This is the instrument design model, where integration occurs
at the data analysis stage and the researchers then use the qualitative analysis to

inform the development of an instrument for data collection [219].

The design of the in-depth questionnaire depended on two independent sources, the
interviews and the systematic literature review, increasing the likelihood that relevant
predictive factors would be included. Each of these sources has different strengths
and, therefore, reasons for their use during this study. The systematic literature
review drew together existing evidence from related areas that may be relevant to the

use of self-tests, whereas the interviews provided new insight into an area that had
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previously been little studied. The interviews were able, for example, to identify a
broader range of ways of accessing tests than had initially been considered and
potentially predictive factors, such as access to services and experiences of

conventional services, that were not identified by the systematic literature review.

Most interviewees were white and the findings from the interviews may not apply to
people from other backgrounds with, for example, other cultural influences about
when is the right time to visit a doctor [220]. Most people interviewed were also
women: there were fewer males to select because women were more likely to reply
to the initial questionnaire and report self-test use. This may represent a true
difference, that females appear to be more likely to self-test [146], but the hypotheses
generated from these findings may not extend to males. The interviewees were
registered with general practices that were in the middle of the ranking of areas in
England based on the IMD 2004 score and the findings may also only relate to
people from similar areas. Recruiting participants through general practices may also
mean that they are less likely to report dissatisfaction with their doctors or healthcare
generally. Interviewees also usually described positive experiences of self-testing,
but people who had negative experiences may have been less likely to come forward
and take part in this study. Similar to this, people who had used self-tests because of

dissatisfaction with conventional care may have been less likely to come forward.

This study focused on the UK because it was felt that the background and context of

the availability of a national health service with specific policies was potentially
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important in influencing self-test use, although there was little evidence available
from this country and other countries to determine if this was true. This rationale also
extended to the systematic literature review, which, therefore, only included studies
conducted in the UK. The findings of the systematic literature review particularly and

the wider study generally may, therefore, not be applicable to other settings.

As initial literature searches identified no papers focusing on self-testing and there
was no clear directly equivalent activity, studies about activities with some similarities
to self-testing were included in the systematic literature review. Each activity,
however, also had differences to self-testing, for example complementary medicine
has been defined as those therapeutic disciplines that exist outside or are extrinsic to
conventional healthcare systems [221], whereas self-tests could be considered to be
an extension of conventional or orthodox care. There were also differences between
the activities and formally grouping together results from studies about different
activities was not considered to be appropriate, for example people who use the

private sector may be different to people who use the other activities.

Eligible studies included in the systematic literature review often defined use of the
same activity in different ways. They also used different data collection and analysis
methods. Questionnaire surveys were often not population-based or did not have a
relevant comparison group so descriptive analyses were simply presented about the
group using the activity. Even where there was a comparison, analyses were often

not adjusted for confounding variables so it was unclear if associations, such as
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education and affluence, were independent. Factors examined also varied widely,
even though more basic characteristics, such as ethnic group, were infrequently
studied. It was also sometimes difficult to tell whether papers related to the same
study, for example three papers with the same authors used similar methods, but the
number of participants varied [166, 168, 171]. These issues meant that it was also
not possible to formally pool analyses from studies within each area. As only one
study each about home BP monitors and self-tests was identified, it was also not
appropriate to draw firm conclusions about users of these activities. Despite these
drawbacks, the literature review was able to add to the list of factors that may have

been associated with self-test use to inform the design of the in-depth questionnaire.

The systematic literature review used a quality score, based on established principles
[222], to assess whether reported results were likely to be valid. Quality scores are
widely used in systematic reviews, but they have been criticised for being too
variable when being used to weight results before combining them [223]. In this
study, however, results were not combined and quality scores were simply used to

indicate where results should be particularly trusted or not trusted.

As the definition specified tests used without involving a health professional, studies
were excluded from the systematic literature review where it was recorded that the
activity under investigation was initiated by a conventional health professional [224,
225]. The role of health professionals in the use of activities was simply not

mentioned by many studies though despite the fact that private care and some CAM
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facilities may require referral from a conventional health professional. Even if there
had been a referral from a conventional health professional, the idea for using private
care or CAM may have come from the patient. Once again though, this was generally
not reported or used to group people. This may be important as someone who is
affluent and/or educated may be more able to influence a GP to arrange a referral,
which could, at least, partly explain the link between affluence and use of these
activities. Activities could also be recommended by health professionals and again
this was often not asked about or, if asked about, used to group people. It would not,
therefore, have been possible to determine whether factors associated with these
activities were different among people who used them after a conventional

professional’s recommendation or without any such recommendation.

When designing a questionnaire, there has to be a balance between including
enough important questions of sufficient breadth and the length and readability of the
questionnaire: short questionnaires are more likely to be completed and returned
[215]. Although most of the potentially relevant factors identified from the interviews
and systematic literature review were included in the in-depth questionnaire, choices
had to be made about the questions that were asked about those factors. Use of the
internet, for example, focused on frequency rather than whether the person had
access at home or at work. Where possible, validated questions from other studies
were used, but it may be that, although the area was relevant, the question did not
address the aspect that was relevant to self-testing. The in-depth questionnaire was
piloted and the response rate (about 70%) was considerably better than similar two-

stage surveys [76], suggesting that it was user-friendly.
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It seems feasible that people who access tests in different ways and who use
different types of tests may have different motivations. The interviews suggested that
this may be the case, although it would be inappropriate to draw firm conclusions
about this from a limited sample. The sample size for the initial questionnaire was
based on the number of people needed to estimate a 10% prevalence of self-test
use: it was estimated that a sample of 4200 people including 420 self-test users
would be sufficient. It was not, however, anticipated that confirmation of self-testing
would be required, which meant, combined with the eventual lower estimate of the
prevalence of confirmed self-test use, that the number of people who had actually
used a self-test was less than planned. As a result, the numbers of people who had
used individual self-tests were small, restricting sex- and age-specific analyses by
test. The multivariable analyses were also not powered to examine factors that
predict the use of particular subsets of self-tests. It seems likely, therefore, that a
greater proportion of self-test use could be explained if future studies concentrate on

particular tests accessed via particular routes.

Neither of the final models generated by the regression analyses were strong
predictors of self-test use as indicated by the R? values. This could be because the
correct variables were not entered into the analysis, but it could also relate to the way
participants were categorised for the analyses. People who were confirmed as
having used self-tests that involved taking a biological sample other than for
pregnancy were compared with all other respondents to the in-depth questionnaire. It
may be, however, that users are similar to people who had, for example, used home

BP monitors or pregnancy tests and that they should, therefore, have been compared
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with people who had used none of these tests or equipment. It may also be that the
actual use of self-tests is not important as the interviews suggest that this appears to
be, at least partly, driven by opportunity and it could also theoretically be driven by
the presence of symptoms. Instead, it may be the intention or willingness to use them
that is the important outcome variable in a regression analysis. The interviews for this
study were directed towards exploring experiences of people who had actually used
self-tests that involved taking a biological sample other than for pregnancy, but
further qualitative work with people who have used other tests or equipment or who

intend to use self-tests may be important to confirm if this is the case.

Attempts were made to minimise the impact of data errors on the project. The initial
questionnaire was entered using OMR software, but the accuracy of this method was
checked and where there were problems, because the respondent had ticked rather
than filling in the response circle or had written across the questionnaire, data
entered by the software was always checked against the hard copy of the
questionnaire. The in-depth questionnaire was not, however, considered suitable for
entry using OMR software for a couple of reasons. First, the OMR software is most
accurate when the questionnaire being scanned is on a heavier grade of paper to
ensure that what is written on the reverse of the scanned side is not also read.
Second, it is more suitable for short single page questionnaires because longer
questionnaires would need to be divided into single sheets and ordered correctly

before being scanned.

306



Data from the in-depth questionnaire was, therefore, entered by hand into an Access
database using a front end form. Ideally, it would have been desirable to double-
enter all the data from the in-depth questionnaires, but the resources available for
this project did not allow this. Double-entry was, therefore, done on a sample of
questionnaires to determine whether further quality assurance measures were
needed for any particular data item or data entry clerk. Errors identified in this sample
were always rectified, but the whole set of questionnaires was only examined if the
discrepancy rate was high and the errors appeared to be systematic. There are likely,
therefore, to have been data entry errors remaining in the questionnaires that were
not double-entered, but the double-entry process should have ensured that most, if
not all of them, were random rather than systematic. Drop-down menus were used
for selecting the correct response on the Access form. On reflection, where there
were long lists of responses, for example the health locus of control section, data-
entry was very repetitive increasing the likelihood of errors, particularly as some
responses had the same first letter. It may, therefore, have been better to more
directly mirror the layout of the questionnaire with data-entry clerks completing the

correct circle as respondents had done when completing the questionnaire.

5.5 Findings in relation to other studies

There have been very few studies looking at the prevalence of self-test use in the
UK. A survey of around 2500 people about public attitudes to genetic testing
conducted between December 2002 and January 2003 reported that 32% said that
they “had ever bought a health testing kit, for example a cholesterol, pregnancy or

blood sugar test, to carry out at home” [4]. In the present study, there were 5025
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eligible respondents to the initial questionnaire: 1450 women reported use of either a
test for high BP, a test for pregnancy or another test and 539 men reported use of
either a test for high BP or another test other than for pregnancy (table 15). In
addition, 11 men reported use of a pregnancy test only, giving a crude prevalence of
ever having used one of these tests of 40% (2000/5025). The higher prevalence in
this study may reflect the fact that this population was more affluent and educated
than the general population and, therefore, more likely to use a test at home than the

population surveyed about genetic testing.

The higher prevalence in the present study may also reflect the fact that it was
conducted around five years later and increased knowledge and availability of tests
may have led to increased use. Prevalence estimates from the initial questionnaire in
the present study for diabetes (7%) and cholesterol (2%) were similar to estimates
from a survey of around 3000 adults registered with general practices in Birmingham
conducted in June 2005 (8% and 2% respectively) [146]. The estimate from the initial
questionnaire from the present study for the use of a test for high BP (16%) was,
however, much higher than that reported from the survey in June 2005 (9%) [190].
Differences in the populations surveyed, for example their satisfaction with GP
consultations, would probably have affected other tests and the wording and layout of
the questionnaires were similar, suggesting that this may reflect a real difference. In
the present study, the crude prevalence of the use of a self-test for high BP reported
on the initial questionnaire was 15% (218/1478) for the first two practices and 17%
(604/3547) for the final four practices, which further supports a real increase in the

prevalence of use over time.

308



Although different practices were involved in the present study and the survey
conducted in June 2005 [146], they were from some of the same areas. The previous
survey could have lead to a locally increased awareness of self-testing, but again this
would probably have affected other tests, not just tests for high BP. There is another
local research programme specifically related to home monitoring of BP under clinical
care [226], which may have locally increased awareness of home BP monitors.
Interviewees from the first two practices mentioned adverts for home BP monitors
though, suggesting that increased awareness and availability as a result of
advertising could also have contributed to an increase in the prevalence of the use of

home BP monitors since the previous survey in June 2005.

Prevalence estimates from the initial questionnaire in this study were, however,
based on unconfirmed reports of self-testing, and the interviews demonstrated that
some use reported on the initial questionnaire actually involved a health professional.
The in-depth questionnaire did not aim to confirm the use of pregnancy tests, but 952
people from the final four practices either reported a pregnancy test on the initial
questionnaire and/or had use of a self-test or a test for high BP confirmed using the
in-depth questionnaire. Using the number of eligible respondents from the final four
practices to the initial questionnaire (n=3547) as the denominator, this gives a crude
prevalence of 27%. This is now lower than the estimate of 32% from the survey
related to genetic testing [4] and the higher estimate in that survey could now reflect

the lack of validation of reported self-test use in that study.

309



Apart from a recent study from the Netherlands with a similar focus to this project
[227], most of the international literature comes from the USA, where the focus is
predominantly on the use of home collection tests for HIV-infection with a view to
increasing coverage and reaching hard-to-reach populations [a, b]. The sample is
collected by the user, but results are returned by telephone. People with a negative
result receive a recorded message, but all users who test positive or indeterminate or

whose sample was unsuitable for testing are connected directly to a counsellor.

The recent study from the Netherlands reported that 16% of 7919 respondents to an
online survey of people recruited via an internet-based panel had used at least one
self-test [227]. The key features of the definition given to participants were similar to
the present study [c] and participants were asked to either tick that they had not used
a self-test or tick which of a list of self-tests they had used. The 16% crude
prevalence estimate from the Dutch study is higher than the 13% (678/5025) crude
estimate based on returns from the initial questionnaire in the present study. The in-
depth questionnaire demonstrates that the figure of 13% overestimates the
prevalence of self-test use, with a more realistic estimate, based on the exploratory
analysis, being a sex and age-standardised prevalence of about 5% in men and 10%

in women. Although there was no follow-up questionnaire to confirm self-test use in

[a] Branson BM. Home Sample Collection Tests for HIV Infection. Journal of the American Medical
Association 1998; 280: 1699-1701.

[b] Greensides DR, Berkelman R, Lansky A, Sullivan PS. Alternative HIV Testing Methods Among
Populations at High Risk for HIV Infection. Public Health Reports 2003; 118: 531-539.

[c] “By self-test we mean a test on body samples (such as blood, urine, faeces or saliva) that can be
used to detect a disease or the risk of getting a disease, and which you carry out, or have carried out,
at your own initiative (so not on the advice of your own doctor). A blood pressure meter is not a self-
test in this sense, as it uses no body materials. Pregnancy tests are excluded from this survey.”
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the Dutch survey, the definition used on the questionnaire was fuller than that on the
initial questionnaire in the present study, which may have lead to a more accurate
initial assessment of prevalence. This suggests that there could be a true difference
in the prevalence of self-testing in the populations studied. The response rate to the
Dutch survey was similar to this study (7919/12529=63%), but the different estimates
could also be related to the use of an online survey in the Dutch study leading to a
population that is more likely to have self-tested. There may also be a true difference

related to conditions favouring self-testing in the Netherlands.

A further study from the UK did ask about self-testing [228]: a maximum of 28 (7%)
out of the 422 participants said that they had used a test that involved taking a

biological sample. This study involved patients who had taken part in a randomised
controlled trial of home versus hospital based cardiac rehabilitation though and who

were, therefore, not comparable with a population-based sample.

Although previous articles mention that self-tests are available [1, 47], there have
been no previous systematic studies detailing their availability in the UK. Similar to
the present study, however, the Dutch authors conducted an internet search and
found that self-tests for over 25 conditions, including cancers, infectious diseases
and cardiovascular diseases, were available to the public in the Netherlands in 2006
[227]. This supports the findings from this study of the availability of self-tests for a

range of conditions.
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The initial aim of the systematic literature review was to review evidence about who
used self-tests among UK adults. No relevant studies about self-testing were initially
identified though. As a result, the scope was widened to look at similar activities, and
this study is the first to draw together evidence from different areas about common

factors that are associated with self-care activities.

This study is also the first in the UK or other countries to speak to people who have
reported self-test use about their experiences. The data presented here suggest that
the decision to self-test is complex and may be influenced by a number of factors,
ranging from a desire to take control over one’s own health to a desire to avoid a GP
consultation. This is generally consistent with recognised patterns of health and
illness behaviour, which point to the “heterogeneous assembly of factors that are

known to influence decisions about medical consultation” [229].

Mechanic listed 10 variables that influenced consulting behaviour [230]. It could be
postulated that some of these factors should apply to our interviewees, such as
frequency of appearance of signs and symptoms, the extent to which they disrupt
activities, and the tolerance threshold of the person concerned. There are, however,
likely to be important differences between pathways leading to conventional care and
pathways leading to self-care without clinical involvement. There may be different
thresholds if symptoms are present and interviewees also self-tested when they had
no symptoms, for example using a self-test for cholesterol as a routine check.

Mechanic does, however, list available information, knowledge, and cultural
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assumptions and understandings of the evaluator, which could equate to the
attitudes and experiences related to health and healthcare described during the
interviews. Mechanic also listed availability of treatment resources, physical
proximity, and psychological and monetary costs of taking action, which were also

touched upon by these interviewees.

This study is the first in the UK to attempt to determine factors that predict self-test
use, but the study from the Netherlands also considered factors that may be
correlated with use [227]. Unlike the present study, however, the factors were
assessed using the same questionnaire that was used to determine the level of use
of self-tests. There was, therefore, no validation of use, although this meant that a
much larger sample was included in the regression analysis. Based on 1263 users
and 6656 non-users and a multiple logistic regression analysis, it was reported that
self-testers, compared with non-testers, had a higher body mass index, ate less fat
(or saturated fat), were more likely to use dietary supplements and homeopathic
medicine, were more likely to report having a chronic disease, and were more likely
to rate their health as reasonable, poor or very poor rather than good or very good. In
addition, female self-testers had a higher level of education and were more likely to
be blood donors, and male self-testers were less likely to be physically active. Both
this and the Dutch study, therefore, suggested associations with reporting poorer
health and less physical activity, although the latter variable was only significant
among men in the Dutch study. The variables that were examined by both studies,

that is where both studies could have shown a common association, were age, sex,
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education, self-rated health, presence of a long-term iliness, smoking, physical

activity, and fruit and vegetable consumption.

5.6 Meaning of the study

This study has demonstrated the potential for self-testing for a wide range of
conditions by members of the public in the UK. People can find out about self-tests
using the internet and purchasing such tests is fairly straightforward and does not
require consultation with a health professional. The interviews explored the
experience of self-testing and demonstrated that, as well as simply buying a test at a
shop or via the internet, members of the public access tests in other ways. This
increases the potential for people to test themselves without involving a health
professional. The use of tests accessed in these other ways, for example at work or
borrowed from friends or relatives, is less likely to have been driven by the
emergence of self-tests in the marketplace, which suggests, supported by the
interview narratives, that self-testing without involving clinicians has been occurring

for a considerable time.

Interviewees tended to describe positive experiences of self-testing and did not feel
the need to hide their experiences from their doctor. This suggests that self-testing
itself does not generally lead to dissatisfaction or that it will necessarily lead to
conflicts with conventional care. This finding does, however, need to be treated with
caution because of the possible bias of people who are dissatisfied with self-testing

or conventional care not wanting to admit to this and take part in this study.
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The interviews were also able to provide some insight into the motivations of people
who have used self-tests without involving health professionals. Although
interviewees may have had a pre-existing health problem or idea that they wanted a
particular test, they frequently did not actively search out tests. Instead, regardless of
how they obtained tests, interviewees tended to access them opportunistically, for
example buying a test when browsing in a shop or using a testing device when a
friend did so. What does seem apparent though is that the use of different types of
tests with different outcomes can arise from very different pre-existing motivations.
The interviews suggest that, although most people were motivated by a mix of
positive and negative factors, some were motivated by predominantly negative
factors, such as dissatisfaction with past care. These people tended to have used
tests, such as allergy tests, to try to diagnose the cause of their symptoms. This is an
important finding as people who are dissatisfied with or who feel that their needs
have not been met by conventional care may be turning to forms of care that are less
likely to be quality assured, provide sufficient information to make an informed
choice, or provide appropriate aftercare. One interviewee, for example, had not been

able to access the promised aftercare after she did a home allergy test.

Nevertheless, some interviewees, who were generally satisfied and interested in their
health, simply wanted to routinely check on their health without bothering the doctor.
As long as self-tests that are used in this way are safe, quality assured and supplied
with sufficient information, this type of use seems reasonable. None of these issues
were, however, addressed in this study or have been addressed in other studies.

Self-testing should not, therefore, be seen as a means of addressing any deficit in

315



the provision of screening or testing that would usually be provided by the National
Health Service until these issues have been properly studied. Guidance should also
be made available for people who choose to use self-tests privately about the

minimum level of information that they should expect with a test.

The in-depth questionnaire suggests that to get precise estimates of the prevalence
of self-testing, self-reports should be validated by asking for details. In retrospect, this
would be best done using a longer initial questionnaire. Nevertheless, the confirmed
estimates of self-test use indicate that about one in 46 men and one in 21 women
have used a self-test that involved taking a biological sample (other than a pregnancy
test) without involving a health professional, but this represents a lowest limit for
prevalence. Based on assuming that everyone who initially reported use but did not
return an eligible in-depth questionnaire had the same sex- and age-specific rates of
confirmed use as eligible responders, this study suggests that about one in 18 men
and one in 11 women have used a self-test. Applying the results to the population of
England and Wales in 2006 indicates that more than one million men and two million

women have used a self-test (table 75).
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Table 75: Estimated number of people in England and Wales that have used self-

tests [a].

In-depth estimates [b] Postulated estimates [b] Initial estimates [b]

Men Women Men Women Men Women

Self-test
excluding for
pregnancy or | 447,500 1,016,100 1,115,700 2,065,700 2,089,600 3,126,400

high blood

pressure

Highblood | 4 173800 1371300 2288600 2,662,500 2,913,900 3,056,400
pressure

Subtotal 1400100 1,985,000 2,943,900 3,953.900 4035700 5,126,700
Pregnancy 9,175,400
Total 12,028,300

[a] Calculated using the population in 2006[c] and age-specific rates of reported use from the initial
questionnaire (initial estimates), age-specific rates of confirmed use from the in-depth questionnaire
(in-depth estimates), and postulated age-specific rates of use if everyone who initially reported use
had the same age-specific rates of confirmed use as eligible responders to the in-depth questionnaire
(postulated estimates).

[b] Rounded to the nearest 100.

[c] Office for National Statistics. Mid-2006 population estimates: estimated resident population by
single year of age and sex. Accessed 17 June 2008 from
http://www.statistics.gov.uk/STATBASE/Product.asp?vink=15106.

Several factors were predictive of self-test use in stepwise forward regression
analyses when the following variables were entered: (1) all explanatory variables,
and (2) variables from the final models of analyses of variables grouped according to
their focus. Having worked as a health professional was predictive, presumably
because of access to tests and testing equipment. Knowing about a range of tests
and seeking health information were also predictive in line with the profile suggested
by the interviews of some people who self-test having a positive attitude towards

health and, therefore, being interested in issues related to health. When all variables
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were entered, being curious about health was also predictive, which also fits with the

profile of people who self-test having a positive attitude towards health.

The systematic literature review and interviews suggested that people who self-test
may be more likely to engage in healthy behaviours. In line with this, not smoking
was predictive of self-testing when all variables were entered into the analysis. In
contrast, exercising less frequently was also predictive, but this could be related to
poor health, which was a predictive factor in both analyses. It seems plausible that
people who feel that they are in poor health may be more likely to want to test

themselves than those who feel that they are in good health.

Both analyses found that being less satisfied with GP consultations was a predictive
factor. It seems plausible that someone who has been dissatisfied would be more
open to using tests where there is no need to access conventional services. This is
also in line with the profile from the interviews of someone who has been dissatisfied

with past healthcare using self-tests for diagnosis.

Strongly agreeing that you should only go to the doctor with severe or serious
symptoms was predictive of self-testing in both analyses. When all variables were
entered, weaker agreement (agreeing rather than strongly agreeing) that the doctor
would try and do a test if asked was also predictive. These factors do not necessarily
indicate dissatisfaction with conventional care, but it seems plausible that someone

may not want or feel able to bother the doctor with what they perceive might be
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viewed as trivial symptoms or a trivial request and, therefore, that they could be open

to other ways of dealing with those issues.

The systematic literature review suggested that people who believe that their health
is not controlled by powerful others may be more likely to self-test themselves, and
this was predictive in both analyses. Again, it seems plausible that someone who
believes that health professionals are not pivotal to their health would be open to
using tests without professional input. Believing that health was controlled by chance,
however, was also a predictive factor in both analyses, which seems contrary to what
might be expected. It seems more plausible that people who believe that their health

is controlled by chance might be less likely to undertake any form of testing.

Overall, in line with the interviews, most of the predictive factors from the regression
analyses can be divided into either those that are related to having a positive attitude
to health or those that indicate some dissatisfaction with or needs not having been
met by conventional services. When this project was being planned, it seemed that
self-testing was a new phenomenon driven by advances in technology. Tests for
serious and life-threatening conditions were easily available and there were reports
of harm related to their use, notably a false positive result from a home HIV-test [3],
but there had been very little related research. It was felt, therefore, that work in this
area was important and that the first steps should be to consider how many people
are using self tests, who they are and why are they using them. A particular concern

was that people might self-test because they are, for example, too embarrassed to
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visit the doctor. It was hoped that a regression analysis to characterise people who
had used self-tests would provide evidence about whether conventional care needed
to be improved and the regression analyses did confirm that there is a link with needs
not having been met by conventional care. The interviews, however, suggested that
this is related to certain self-tests, notably for allergies. As the measures of effect size
from the regression analyses indicated that the significant variables did not together
strongly predict self-test use, test-specific analyses focusing on relevant groups of
factors, for example tests for allergies and factors related to dissatisfaction with or
needs not having been met by conventional care, may lead to models that explain a

greater proportion of use.

5.7 Future research

The people who took part in this study are more affluent and qualified than the
national population. It would be desirable to explore the level of self-testing, the
experience of self-testing and factors associated with self-testing in a broader
population. Any future survey looking at prevalence should also consider using a
fuller definition of self-testing on the initial questionnaire and collecting further details
of tests used at this point to enable confirmation of tests used among a full

population-based sample.

Future test-specific studies should also be conducted confirming that factors that
predict or that are motivators for self-testing are related to the type of self-test used.

Initial studies should focus on tests that are used because a diagnosis is sought,
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such as self-tests for allergies, because of the possible negative motivators for the
use of these tests. Such studies should further explore these motivations and the
appropriateness of the use of such tests because of the potential link with

dissatisfaction with or needs not having been met by conventional care.

Self-testing is likely to continue and, given the commercial possibilities, to increase
and diversify: for example, genetic tests to provide tailored dietary and lifestyle
advice to consumers have previously been offered to consumers and it is recognised
that such tests are likely to be offered in the future [231]. This study suggests that
people who use some types of self-tests are satisfied with conventional care but
simply want to routinely check on their health. Nevertheless, consideration should be
given to investigating the safety and accuracy of the full range of tests, as well as the
information provided with them, to determine whether consumers are able to make a
fully informed choice about their use. Consideration should also be given to setting
out clear guidance for consumers about how to assess whether information provided

is sufficient and how to then use that information to weigh up harms and benefits.

5.8 Summary of this chapter

This chapter presented a discussion of the study. The rationale for the study and its
aims and methods were reviewed. Self-tests are known to be available and they

have potential harms and benefits, but they have been little studied. The aims of the
study were to describe the prevalence of the use of self-tests and determine factors

that are associated with using them. A systematic search for self-tests available to
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buy via the internet informed the design of an initial questionnaire about whether
people had used them. Interviews with respondents and a systematic literature

review then informed the design of an in-depth questionnaire to confirm use and
investigate associated factors, which was sent to willing respondents to the initial

questionnaire.

The main findings of the study were reviewed. More than 100 self-tests, related to 24
conditions, were available to buy in 2006. Interviews indicated that some tests
reported on the initial questionnaire had been used with the involvement of a clinician
and that self-tests had been accessed in a range of ways. Interviewees were
motivated by positive and negative factors, but extreme profiles, potentially related to
different self-tests, were apparent. The systematic literature review indicated that sex,
age, affluence, education, health status, lifestyle, attitude to, and knowledge about

health, and health locus of control were potentially associated factors.

Assuming that everyone who initially reported use but did not return an eligible in-
depth questionnaire had the same sex- and age-specific rates of confirmed use as
eligible responders, 55 (95% CI 41 to 68) per 1000 men and 95 (95% CI 81 to 110)
per 1000 women were estimated to have used self-tests. Use was predicted by:
knowing that a range of tests were available, seeking health information more
frequently and/or from more sources, exercising less frequently, being less satisfied
with GP consultations, reporting not good health, strongly agreeing that you should

only go to the doctor if you have severe or serious symptoms, having worked as a
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health professional, and believing that health was controlled by chance and not
powerful others. Weaker agreement (agreeing rather than strongly agreeing) that the
doctor would try and do a test if asked, not smoking, and strongly agreeing that you
were curious about your health were also predictive depending on the variables

entered into the model.

The strengths and weaknesses of the study were discussed. In brief, the study
included a large population-based sample with initial exclusions solely based on
whether a questionnaire would cause distress. Questionnaires were piloted and the
two-stage process ensured that the response rate to the second questionnaire
remained high. This in-depth questionnaire provided an opportunity to confirm use,
the need for which had been highlighted during the interviews, but this was only
possible for people who returned a questionnaire. The prevalence of confirmed use,
therefore, represented a lowest limit. An exploratory analysis was used to indicate
actual levels, but this depended on assuming that levels of use were similar among
those who did respond and those who did not consent or who did consent but did not
respond. In reality, the sample completing the in-depth questionnaire are likely to be
selected, for example more interested in and amenable to self-testing, which may
lead to an overestimate of prevalence based on the exploratory analysis. In
retrospect, a more detailed definition on the initial questionnaire may have lead to

more reliable initial estimates.
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The definition of self-testing for this study, taking a biological sample without the
involvement of a doctor, nurse or other health professional, set a clear baseline to
enable future comparisons. The interviews also indicated, however, that participants
interpreted self-testing more broadly than simply buying a test and marked tests on
the initial questionnaire that had been accessed in a range of ways. This may have
lead to an underestimate of the prevalence of the use of self-tests accessed in other
ways as some respondents may have firmly adhered to the written definition when

completing the questionnaire.

The study population were more likely than the population of England to be affluent
and educated. These factors were potentially related to self-testing and their absence
from the final models may simply reflect the fact that there was not enough diversity
in this population to illustrate the association. More generally, the sex- and age-
standardised prevalence of self-testing may be overestimated because the sample
included a higher proportion of people who are likely to self-test than the general
population. The interviews suggest that people who access tests in different ways
and use different types of tests may have different motivations, but the numbers of
people who had actually used individual self-tests were small, restricting sex- and

age-specific analyses by test.

The findings were then reviewed in relation to other studies. Prevalence estimates
were available from a survey related to genetic testing in 2002/3 [4], a smaller survey

in the Midlands in 2005 [146, 190] and a recent survey from the Netherlands [227].
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Attempts were made to make relevant comparisons based on definitions and
methods used in each study. Differences in estimates may reflect a number of
factors: the selected population in the present study leading to higher estimates than
from the survey related to genetic testing, increases in the prevalence of self-testing
over time leading to higher estimates from the present study than from the survey
related to genetic testing and the smaller survey from the Midlands, the confirmation
of testing in the present survey leading to lower estimates than from the survey
related to genetic testing, use of an online survey in the Dutch study leading to a
sample who make be more likely to self-test, and true differences in the prevalence

of self-testing relation to local conditions in the Netherlands.

The study from the Netherlands also considered factors that may be correlated with
self-test use. Both the present study and the Dutch study indicated associations with
reporting poorer health and less physical activity, although the latter was only
significant among men in the Dutch study. The variables that were examined by both
studies, that is where both studies could have shown a common association, were
age, sex, education, self-rated health, presence of a long-term iliness, smoking,

physical activity, and fruit and vegetable consumption.

The meaning of the study was then considered. This study has confirmed the
potential for self-testing for a wide range of conditions by members of the public in

the UK. The interviews demonstrated that, as well as simply buying a test, members
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of the public access tests in other ways, increasing the potential for self-testing

without the involvement of a health professional.

Interviewees generally described positive experiences from self-testing and did not
feel the need to hide their experiences from their doctor, suggesting that self-testing
itself does not necessarily lead to dissatisfaction or conflicts with conventional care.
The interviews, however, indicated that the use of different types of tests with
different outcomes can arise from different motivations: some people, who tended to
have used tests for diagnosis, such as allergy tests, were mainly motivated by
negative factors, such as dissatisfaction with past care. This is an important finding
as people who are dissatisfied with or who feel that their needs have not been met by
conventional care may be turning to forms of care that are less likely to be quality
assured, provide sufficient information to make an informed choice, or provide
appropriate aftercare. Nevertheless, some interviewees were generally satisfied and
simply wanted to routinely check on their health without bothering the doctor. As long
as tests that are used in this way are safe, quality assured and supplied with
sufficient information, this type of self-test use seems reasonable. These issues

have, however, not yet been researched.

The in-depth questionnaire established that to get precise estimates of self-testing,
self-reports should be confirmed by asking for full details. The confirmed estimates of
self-test use indicated that an appreciable minority of the population have accessed

and used tests for medical conditions without involving a health professional: this
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study suggests that about one in 18 men and one in 11 women have used a self-test
that involved taking a biological sample other than a pregnancy test. Applying the
results to the population of England and Wales in 2006 indicated that more than one

million men and two million women have self-tested.

The measures of effect size for the models arising from the stepwise analyses
indicated that the significant variables did not together strongly predict self-test use.
In line with the interviews though, most of the predictive factors could be divided into
those that were related to having a positive attitude to health and those that indicated
some dissatisfaction with or needs not having been met by conventional care. It may
be, therefore, that test-specific analyses focusing on relevant groups of factors, for
example tests for allergies and factors related to dissatisfaction with or needs not
having been met by conventional care, lead to models that explain a greater

proportion of self-test use.

Finally, consideration was given to future research in this area. Exploration of the
level of self-testing, the experience of self-testing, and factors associated with self-
testing would be desirable in a broader population, but any future investigation
should consider providing people with a fuller definition on the initial questionnaire
and asking them for details of use to enable confirmation of self-testing among a full
population-based sample. Future test-specific studies should also be conducted
confirming that factors that are associated with or that are motivators for self-testing

are related to the type of self-test used. Further consideration should also be given to
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investigating the safety and accuracy of the full range of tests, as well as information
provided with tests to determine whether consumers are able to make a fully

informed choice about their use.

The next section presents the final conclusions of this thesis. The tasks undertaken
for this thesis are summarised with the key findings that have arisen. Finally,

suggested areas for future research are summarised.
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6 CONCLUSIONS

For this thesis, self-tests that were available to buy by adults in the UK via the
internet were identified (sections 3.2 and 4.2). There were 104 unique self-tests
related to 24 conditions, including cancers and sexually transmitted infections. This
has demonstrated the availability of self-tests and the potential for self-testing for a
wide range of conditions by members of the public in the UK. People can find out
about self-tests using the internet and purchasing such tests is fairly straightforward

and does not require consultation with a health professional.

The information about the available self-tests was used to design a short
questionnaire to initially assess whether people had used self-tests, and a

population-based survey was conducted using this questionnaire (section 3.3).

Experiences of self-testing were then explored by interviewing respondents to the
initial questionnaire who reported self-test use (section 3.4 and 4.3). As well as being
bought from a shop or via the internet, tests were accessed in other ways, for
example borrowed from relatives, increasing the potential for people to test
themselves without involving a health professional. Interviewees tended to describe
positive experiences of self-testing and did not feel the need to hide this from their
doctor, although this should be treated with caution because of the possible bias of
people who are dissatisfied with self-testing or subsequent interactions with their
doctor not wanting to take part in this study. Most interviewees were motivated to use

self-tests by a mix of positive and negative factors, but some described mainly
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negative factors, such as dissatisfaction with past care. These people tended to have
used tests, such as allergy tests, to try to diagnose the cause of their symptoms. This
is important as people who are dissatisfied with or who feel that their needs have not
been met by conventional care may be turning to forms of care that are less likely to
be quality assured, provide sufficient information to make an informed choice, or
provide appropriate aftercare. Nevertheless, some interviewees were satisfied and
simply wanted to routinely check on their health without bothering the doctor. As long
as tests that are used in this way are safe, adequately quality assured and supplied
with sufficient information, issues which have not yet been addressed in research

studies, this type of use of self-tests seems reasonable.

A list of factors potentially associated with using self-tests was generated from the
interviews and by systematically reviewing evidence for factors that may be
associated with using self-tests and, because of the lack of research evidence in this

area, similar activities (sections 3.5 and 4.4).

This information was used to design an in-depth questionnaire to describe factors
that may be associated with self-test use (sections 3.6 and 4.5). As the interviews
indicated that some tests reported on the initial questionnaire had been used with the
involvement of a clinician, the in-depth questionnaire also obtained details of use to
confirm whether tests reported on the initial questionnaire had actually been used
without the involvement of a clinician. A survey of people who responded to the initial

questionnaire and who had and had not reported self-test use was then conducted
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using this in-depth questionnaire. This information was used to estimate the
prevalence of confirmed self-test use and determine associated factors (sections 4.6

and 4.7).

The confirmed reports of self-test use indicate that about one in 46 men and one in
21 women have used a self-test that involved taking a biological sample (other than a
pregnancy test) without involving a health professional, but this is a lowest limit.
Assuming that everyone who initially reported use but did not return an eligible in-
depth questionnaire had the same sex- and age-specific rates of confirmed use as
eligible responders, this study suggests that about one in 18 men and one in 11
women have used a self-test. Applying these results to the population of England and

Wales in 2006 indicates that more than three million people have used a self-test.

Self-test use was predicted by (sections 3.6 and 4.7): knowing about a range of tests,
seeking health information more frequently and/or from a range of sources,
exercising less frequently, being less satisfied with GP consultations, reporting not
good health, strongly agreeing that you should only go to the doctor if you have
severe or serious symptoms, having worked as a health professional, and believing
that health was controlled by chance and not powerful others. Weaker agreement
(agreeing rather than strongly agreeing) that the doctor would try and do a test if
asked, not smoking, and strongly agreeing that you were curious about your health
may also be predictive. These factors did not, however, together strongly predict use.

In line with the interviews, most of the predictive factors can be divided into those that
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are related to a positive attitude to health and those that are related to dissatisfaction
with or needs not having been met by conventional care. It may be that test-specific
analyses focusing on relevant groups of factors, for example tests for allergies and
factors related to dissatisfaction with or needs not having been met by conventional

care, may lead to models that explain a greater proportion of self-test use.

In terms of future research, exploration of the level of self-testing, the experience of
self-testing, and factors associated with self-testing would be desirable in a more
diverse population than was sampled for this study. This would ensure that
prevalence was correctly estimated and facilitate finding associations with affluence
and education, should they exist, in a regression analysis. Test-specific studies
should also be conducted confirming that factors that predict or that are motivators
for self-testing are related to the type of self-test used. This is because of the
possible link with dissatisfaction with or needs not having been met by conventional
care for some tests, notably those that are used because a diagnosis is sought, such
as tests for allergies, and initial studies should focus on those tests. Finally, although
some people who use self-tests are satisfied and simply want to check on their health
without bothering the doctor, consideration should be given to researching the safety
and accuracy of the full range of tests, as well as whether sufficient information is

provided to allow consumers to make a fully informed choice about their use.
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Abstract

Background: Self-tests can be used by members of the public to diagnose conditions without
involving a doctor, nurse or other health professional. As technologies to design and manufacture
diagnostic tests have developed, a range of self-tests have become available to the public to buy
over-the-counter and via the Internet. This study aims to describe how many people have used self-
tests and identify factors associated with their use.

Methods: A postal questionnaire will elicit basic information, including sociodemographic
characteristics, and whether the person has used or would use specified self-tests. Consent will be
sought to recontact people who want to participate further in the study, and interviews and focus
groups will be used to develop hypotheses about factors associated with self-test use. These
hypotheses will be tested in a case-control study. An in-depth questionnaire will be developed
incorporating the identified factors. This will be sent to: people who have used a self-test (cases);
people who have not used a self-test but would use one in the future (controls); and people who
have not used and would not use a self-test (controls). Logistic regression analysis will be used to
establish which factors are associated with self-test use.

Discussion: Self-tests do have potential benefits, for example privacy and convenience, but also
potential harms, for example delay seeking treatment after a true negative result when the
symptoms are actually due to another condition. It is anticipated that the outcomes from this study
will include recommendations about how to improve the appropriate use of self-tests and existing
health services, as well as information to prepare health professionals for patients who have used
self-tests.

Background

Members of the public have become more involved in
their own care. They use pregnancy tests and tests to mon-
itor diagnosed conditions, such as diabetes mellitus [1],
and self blood pressure measurement is popular [2]. Initi-
atives such as NHS Direct and the need to control costs
have contributed to the development of self-care [3,4], as
highlighted by the increasing scope for self-medication

[5]. While this has been happening, technologies to
design and manufacture tests that can be used in the home
have advanced. As a result, a wider range of diagnostic and
screening tests have become available to the general pub-
lic |6]. These include tests for chlamydia, prostate specific
antigen and faecal occult blood. Results are available
immediately or after sending a sample to a laboratory, but
contact with a doctor, nurse or other health professional
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is not necessary. These "self-tests” are likely to become
even more easily available and widely used as the Internet
continues to reduce physical and intellectual barriers.

People may use self-tests because of benefits of being
tested outside a conventional medical setting. For exam-
ple, people who would not visit a health professional may
screen themselves because it is more convenient and pri-
vate |7]. There are, however, also potential harms from
being tested in this way. For example, a person who
receives results without an interpretation of the whole pic-
ture, including signs and symptoms, could think he/she
has a disease inappropriately, or a person could delay
seeking treatment after a true negative result when his/her
symptoms are actually due to another condition. There
will also be false positive and false negative results. Self-
tests are used without a formal independent assessment of
these harms and benefits. Even if members of the public
use tests that have been assessed as being beneficial when
used during conventional screening programmes, their
use is outside those quality assured programmes. Possible
doubts associated with such testing include test accuracy,
that people who are most at risk may not use self-tests,
and that people with positive results may not actually get
treated |8].

Many general practitioners feel that their workload has
grown due to the move towards a primary-care-led NHS,
that their prescribing behaviour is affected by patient
demand, and that the number of demanding patients has
risen {9-11]. An expansion of the use of self-tests may aiso
exacerbate this perceived increase in demand and work-
load as people seek an explanation of results or further
investigation.

Despite the potential impact of self-tests, the extent of
their use is not known, Other than market research, a
comprehensive literature review identified only one
recent survey in the United Kingdom that asked partici-
pants about whether they had used home testing kits, and
this was part of a study on attitudes to genetic testing [ 12].
There is also an absence of studies about why people use
self-tests and perceived and actual harms and benefits.

Pilot work

During September and October 2004, we sent question-
naires and prepaid envelopes to 380 addresses randomly
selected from the Birmingham South West 2004/05 resi-
dential telephone directory. The questionnaire asked
whether the respondent had used or would use specified
self-tests, with room to add any not listed. We wanted to
maximise responses from men and women because some
self-tests, for example for prostate disorders, would only
be used by one sex. We, therefore, sent two questionnaires
to each address with a request for the addressee to give the
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additional questionnaire to any other adult living at the
same address. The questionnaire asked whether the
respondent lived alone to allow us to estimate the denom-
inator.

Three questionnaires were returned because the addressee
had died or moved, and 184 completed questionnaires
were received from the remaining 377 households. The
denominator for the response rate (n = 697) was esti-
mated as the 57 respondents who reported that they lived
alone plus two adults at each of the remaining 320
addresses, and the response rate was 26%. Excluding 22
people who had only used a pregnancy test, 28 (15%)
respondents said they had used a self-test. Respondents
most commonly reported using a test for diabetes (n =
18), but they also reported using tests for cholesterol,
infertility, urinary infection, haematuria, prostate specific
antigen and HIV-infection. Sixty two percent (n = 96) of
the 154 respondents who had not used a self-test other
than a pregnancy test said they would use one in the
future,

Study aims

The primary aims of this study are to describe the preva-
lence of the use of self-tests by members of the public to
diagnose or screen for conditions without the involve-
ment of a doctor, nurse or other health professional, and
to determine factors that are associated with their use.

Methods

Study design

Mixed methods two-stage study with (1) an initial survey
comprising a postal questionnaire, interviews and focus
groups, followed by (2) an embedded case-control study.

Selection criteria

Adults aged 18 years or older randomly selected from par-
ticipating general practices will be asked to complete the
initial questionnaire. Practices will be selected to reflect
the diversity of the population based on deprivation indi-
cators, population density and ethnicity.

Exclusion criteria

The initial questionnaire will not be sent to people who
the general practitioner feels that it would be inappropri-
ate to approach, for example people with a severe mental
illness, terminal illness or recent bereavement.

Methods of data collection

The initial survey involves a postal questionnaire that will
elicit basic information about sociodemographic charac-
teristics (e.g. age, sex, ethnic group, employment status),
health status, and whether the person has used or would
use self-tests that have been identified as available from a
search of the Internet. The questionnaire will be designed
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using lessons learnt from the pilot survey and will be
piloted with a small sample of the target population
before being widely distributed. A cover letter will outline
the study in lay terms and ask people to complete the
questionnaire and return it in the enclosed prepaid enve-
lope. The letter will be on headed notepaper from the per-
son's general practice and signed by a partner at the
practice. People will be given the option of returning a
blank questionnaire to indicate that they do not want 1o
take part. One reminder will be sent to non-responders.
This first questionnaire will seek consent for recontacting
people about further participation in the study.

Interviews are suitable for gaining an in-depth under-
standing of personal experience and perspectives [13],
and we will use interviews to investigate factors that may
have influenced whether people used self-tests. Focus
groups can be used to pilot ideas and questions [14,15],
and we will conduect focus groups with people who have
not used self-tests to reflect on the general applicability of
factors identified in the interviews. People who consented
to be recontacted about talking with a researcher will be
sent an information leaflet and a reply slip to indicate if
they would like to take part in an interview or focus group
with a prepaid envelope to return the slip. To put people
at ease and increase the likelihood of interaction, focus
groups will include people of the same sex and similar
ages. A semi-structured topic guide will be used for the
interviews, and the topic guide for the focus groups will be
based on factors identified during the interviews.

Results from the postal questionnaire, interviews and
focus groups will be used to develop hypotheses about
factors that may influence use of self-tests other than preg-
nancy tests: pregnancy tests will be excluded as women
have used them for some time and their use is probably
now expected by doctors, These hypotheses will then be
tested in a case-control study. An in-depth questionnaire
will be developed incorporating the factors of interest. The
questionnaire will be piloted with a small number of peo-
ple from the target groups before it is sent to: cases who
have used a self-test; controls who have not used a self-test
but would use one in the future; and controls who have
not used a self-test and would not use one in the future.
This staging of questionnaires has been successfully used
in other studies and is believed to generate a better
response rate then sending a longer initial questionnaire
[16]. A cover letter will outline the study in lay terms and
ask people to consider completing the questionnaire and
returning it using the enclosed prepaid envelope. People
will be given the option of returning a blank question-
naire to indicate that they do not want to take part. One
reminder will be sent to people who do not return a ques-
tionnaire.

http://www biomedcentral.com/1471-2458/6/193

Justification of sample size

As pregnancy tests will be excluded, self-test in this and
the next section refers to tests other than pregnancy tests.
Conservatively assuming that 10% of people have used a
self-test, a sample of 4200 people will allow estimation of
the prevalence of the use of self-tests with at least +/-1%
precision and 95% confidence. Based on a response rate
of 40%, which is less than other large prevalence surveys
|16], the questionnaire will be sent to 10500 people,
Assuming an average list size of 4500 people, 75% of
whom are 18 years or older [17], and 5% of whom meet
the exclusion criteria, it would be sufficient to recruit four
general practices, but up to eight will be recruited to reflect
diversity and increase generalisability.

It is assumed that 75% (n = 315) of the 420 respondents
who have used a self-test and 50% (n = 1890) of the 3780
respondents who have not used a self-test will agree to be
recontacted. Purposive sampling will be used to select
people for interviews and focus groups [18]. For the inter-
views, we will select men and women of different ages
(vounger and older) who have used self-tests for different
conditions (cancers, other chronic conditions, sexually
transmitted infections, other acute infections or condi-
tions). The ideal size for a focus group is between four and
eight people [15], and we anticipate that each group will
include six people who have not used self-tests. To facili-
tate sharing of views [ 14|, we will hold groups with people
of the same sex and similar ages. To allow loose matching
by age (vounger or older) and sex (male or female), up to
four groups will be held. We anticipate, therefore, that
interviews and focus groups will involve up o about 24
self-test users and 24 non-users [19].

Assuming that 75% of people who have used a self-test
and 50% of people who have not used a self-test respond
to the invitation to take part in an interview or focus
group, we will need to approach 32 people who have used
a self-test and 48 people who have not used a self-test to
take part in this part of the study. This will leave 283 self-
test users and 1842 non-users who have agreed to be
recontacted.

In the absence of data relating to self-testing, we used fac-
tors associated with self-care to calculate a likely sample
size for the case-control study. A Spanish study found that
self-medication was more prevalent among people who
lived alone [20]. About 15% of adults aged 16 years or
over live alone [21,22]. If the same proportion of people
who have not used a self-test live alone, data from 207
cases and 207 controls should detect a doubling of the
odds of living alone among people who have used a self-
test with 80% power and 5% significance.
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Assuming that 75% of the remaining 283 self-test users
return the in-depth questionnaire, there will be data from
212 cases. The pilot survey suggests that 62% (n = 1148)
of the remaining 1842 non-users would consider using a
self-test in the future, whereas 38% (n = 694) would have
no interest in using one. Assuming a response rate of 50%,
the in-depth questionnaire will need to be sent o 424
people from each of these groups to generate 212 controls
from each group.

Methods of data analysis

The prevalence of the use of self-tests will be estimated
after appropriate standardisation to the national popula-
tion, and 95% confidence intervals will be calculated. We
will compare sociodemographic characteristics of people
who have used, who have not used, who would use, and
who would not use self-tests.

Interviews and focus groups will be recorded and fully
transcribed. The transcripts will be read, coded, indexed
and categorised, facilitated by appropriate software. We
will use grounded theory, that is we will identify analytical
categories as they emerge from the data and use these cat-
egories to develop hypotheses about factors that may be
associated with using self-tests [23]. The analysis will be
iterative: hypotheses will be tested as they emerge using
analytic induction [23], and we will amend the antici-
pated number of interviews and focus groups depending
upon whether new issues continue to emerge. Respondent
validation will be sought by inviting feedback from partic-
ipants who wili be sent a written summary of the inter-
view or focus group.

The data from the second in-depth questionnaire will be
fully investigated and described using univariate and
bivariate comparisons of people who have and who have
not used a self-test. Stepwise logistic regression will then
be used to test the hypotheses developed during the inter-
views and focus groups and examined by the second ques-
tionnaire, and 1o establish those factors that are associated
with using a self-test.

Self-tests can be grouped according to the disease area, for
example for cancer or sexually transmitted infections. Sec-
ondary analyses will be conducted to generate hypotheses
about whether particular determinants of self-test use vary
by the type of test and, therefore, whether future research
should be test-specific.

Bias and confounding

We aim to maximise compliance and minimise selection
bias by keeping the demands on people to a minimum,
but we will compare the characteristics of responders and
non-responders and standardise the results to the
national population. People who have participated in
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interviews or focus groups will be excluded from the case-
control study as their responses could be affected by the
discussion. During the case-control study, it is anticipated
that cases and controls will be matched by sex and age
group because they may be confounders: possible deter-
minants of self-test use, such as access to the Internet, may
vary with age. The criteria for matching will, however, be
finalised after further information is collected during the
interviews and focus groups. As the first questionnaire
may "educate” people and lead to self-test use, the second
questionnaire will be analysed on the basis of reported
self-test use when the first questionnaire was distributed.
To minimise recall bias, respondents to the second ques-
tionnaire will be asked to report behaviours and experi-
ences over the preceding year.

Ethical approval
This study has been approved by Solihull Local Research
Ethics Committee, reference 05/Q2706/13.

Discussion

The pilot study suggests that some people are using self-
tests. These findings are in line with a 1993 survey in
which 18% of respondents said they would prefer self-
testing to testing by a doctor [24]. A recent British Medical
Association report highlighted, however, that ad hoc
screening can put people at risk because of a lack of evi-
dence underpinning tests and insufficient quality assur-
ance and accompanying information [25]. Self-tests do
have potential benefits, for example privacy and conven-
ience, but also potentiai harms, for exampie distress
caused by false positive results [26]. Other potential prob-
lems include extra pressure on primary health care profes-
sionals and NHS laboratories as people seek an
explanation of results or further investigation [27].
Despite this, there is an absence of studies about self-tests.
We think that important first steps are to describe the
prevalence of the use of self-tests and to determine factors
that are associated with using them.
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Appendix 2: Flow chart showing initial questionnaires sent out, undelivered and delivered, and returned blank and

completed

FIRST TWO PRACTICES TOTAL FOR ALL PRACTICES FINAL FOUR PRACTICES
2500 patients registered 5889 patients registered
with two general practices 8389 with four general practices
165 excluded 341 » 176 excluded
A4 A4
2335 patients sent 5713 patients sent
initial questionnaires 8048 initial questionnaires
46 undelivered 84 » 38 undelivered
A4 A4
2289 delivered 7964 5675 delivered
A4 A4
1592 returned 5344 3752 returned
102 blank 259 > 157 blank
A4 A4
1490 completed 5085 3595 completed
APPENDIX 3 <

A8



Appendix 3: Flow chart showing initial questionnaires that were completed and those that were then excluded, leading to

samples of respondents who were eligible for calculating an initial assessment of prevalence, interviews, and the second in-

depth questionnaire

FIRST TWO PRACTICES TOTAL FOR ALL PRACTICES FINAL FOUR PRACTICES
APPENDIX 2
A 4 A 4
1490 completed 5085 3595 completed

22 discrepancies with
age (>2 years)/sex
from practice records

A

6 reported non-sex-
appropriate tests o

84 discrepancies with
age (>2 years)/sex
from practice records

h 4

1468 eligible for
interviews

A

10 discrepancies resolved 42 discrepancies resolved

=10 at the same
addresses swapped
questionnaires

=5 data entry errors + 37
at the same addresses
swapped questionnaires

\ 4

h 4

A 4

APPENDIX 5

1478 eligible for
calculating prevalence

h 4

h 4

3505 eligible for
2nd questionnaire

3547 eligible for
5025 calculating prevalence

A 4

APPENDIX 7

A 4

APPENDIX 4
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Appendix 4: Flow chart showing numbers of eligible respondents to the initial questionnaire who had used different types

of tests
APPENDIX 3
y
5025
A 4 A 4 A 4 A 4
757 used 295 used test other 204 used test for high 3025 used
pregnancy test than for pregnancy blood pressure and no tests

A

y

or high blood pressure

87 used pregnancy
test and test for high
blood pressure

A 4

467 used test for
high blood pressure

A10

another test other
than for pregnancy

A

y

115 used pregnancy
test and another test
other than for high
blood pressure

v
64 used pregnancy test
and test for high blood

pressure and another test




Appendix S: Flow chart showing respondents to the initial questionnaire who were eligible for interviews, reported self-

test use, were willing to be contacted, and were excluded, leaving possible interviewees

APPENDIX 3

A 4
1468 eligible for interviews

A 4

188 used tests other than for high
blood pressure or pregnancy

v
114 willing to be contacted

] 1 questionnaire received
d after invites sent out

3 marked “other” self-test only B
but did not specify a test -

.| 3 added free text contradicting
g willingness to be contacted

3 minor (up to 2 years) B
discrepancies with practice age [~

- 1 did not supply age or sex
i on initial questionnaire

A 4
103 possible interviewees

v
APPENDIX 6

A11



Appendix 6: Flow chart showing possible interviewees, those that were invited,

those that were willing to be interviewed, and interviews that were conducted

APPENDIX 5

\ 4

103 possible

interviewees

\ 4

80 possible

interviewees

20 in sex-/age-/test-
specific group where

at least 8 people
already invited

A 4

7 in sex-/age-/test-

P specific group where

D someone interviewed
from first batch

A 4

23 mailed in first batch

\ 4
15 replied

\ 4

9 willing to be interviewed

1 replied
after end of
first round of

interviews

A

y

A 4

1 used tests at

work and sufficient

interviews with
such people

7 interviews conducted

TOTAL FOR BOTH BATCHES
A\ 4
76 53 mailed in second batch
A\ 4
48 33 replied
\ 4
34 25 willing to be interviewed
4 used tests at
work or borrowed |
devices and D
sufficient interviews
with such people
| 1 had not
”| actually used
2 did not reply a self-test
to messages |
| 1 replied
1 led ”1 after end of
cance e < interviews
appointment [T
A\ 4
23 16 interviews conducted

A12



Appendix 7: Flow chart showing respondents to the initial questionnaire who were eligible for the second in-depth

questionnaire, those who consented, those that were excluded, and in-depth questionnaires that were sent out

TOTAL

APPENDIX 3

A 4

3505 eligible for 2nd questionnaire

A

A

3505

2601 used no test or
pregnancy test only

417 used test for high blood
pressure (+/- pregnancy test)

A

A

2205

1540 consent to
2nd questionnaire

297 consent to
2nd questionnaire

183 used test for high blood
pressure and another test
other than for pregnancy

(+/- pregnancy test)

304 used test other than for
high blood pressure or
pregnancy (+/- pregnancy test)

148 consent to
2nd questionnaire

A

220 consent to
2nd questionnaire

3 added free text
contradicting
consent to 2nd
questionnaire

7 did not supply
age or sex on initial
questionnaire

A

A

14 initial
questionnaires
received after 2nd
questionnaires
sent out

2174

1516 s

ent out

2 initial
questionnaires
received after 2nd
questionnaires
sent out

295 sent out

1 did not supply
.| age or sex on initial
"|  questionnaire

147 sent out

A 4

APPENDIX 8

3 did not supply
age or sex on initial
questionnaire

1 initial
questionnaire
received after 2nd
questionnaires
sent out

216 sent out

A




and completed, and eligible for analysis

Appendix 8: Flow chart showing in-depth questionnaires that were sent out, delivered and undelivered, returned blank

APPENDIX 7
[
TOTAL v
1516 sent out (used no test 295 sent out (used test for 147 sent out (used test 216 sent out (used test
2174 or pregnancy test only) high blood pressure (+/- for high blood pressure and other than for high blood
pregnancy test)) another test other than for pressure or pregnancy
pregnancy (+/- pregnancy (+/- pregnancy test))
test))
8 » 6 undelivered » 2 undelivered
A 4 A 4 v v
2166 1510 delivered 295 delivered 147 delivered 214 delivered
v v v v
1615 1118 returned 243 returned 104 returned 150 returned
78 > 52 blank > 10 blank > 5 blank > 11 blank
v v
1537 1066 completed 233 completed 99 completed 139 completed
13 discrepancies with 2 discrepancy with 1 discrepancies with
.| age (>2 years)/sex .| age (>2 years)/sex .| age (>2 years)/sex
"| from practice records "| from practice records "| from practice records
v v
1053 eligible 2nd 233 eligible 2nd 97 eligible 2nd 138 eligible 2nd
1521 questionnaires questionnaires questionnaires questionnaires

v
196 confirmed use

58 confirmed use 74 confirmed use

A14



Appendix 9: Published paper for systematic internet search

Not available In the digital version of this thesis

Ryan A, Wilson S, Greenfield S, Clifford S, McManus RJ, Pattison
Range of self-tests available to buy in the United Kingdom:

an Internet survey.

Journal of Public Health 2006, 28(4): 370-374.

http://dx.doi.org/10.1093/pubmed/fdI051
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Appendix 10: Published paper for prevalence of self-test use

Not available In the digital version of this thesis

Ryan A, Wilson S, Greenfield S.

Prevalence of the use of self-tests by adults in the
United Kingdom: a questionnaire survey.

Journal  of Public Health 2010
http://dx.doi.org/10.1093/pubmed/fdq018
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Appendix 11: Initial questionnaire

UNIVERSITYOF
BIRMINGHAM QUESTIONNAIRE
Use of medical self-tests by members of the public

SECTION 1: This section asks for some background information about you.

1 How old are you? Please write your age in the box like this. 5 9 years

years

2 What is your sex? Please fill in one circle like this. @
@] Male

@] Female

3 What is your ethnic group? Please fill in one circle.
(@) White: British, Irish, or any other
Mixed: White and Black Caribbean, White and Black African, White and Asian, or any other
Asian or Asian British: Indian, Pakistani, Bangladeshi, or any other

@)
@)
@] Black or Black British: Caribbean, African, or any other
@] Chinese

@)

Other

4 Over the last twelve months would you say your health has on the whole been: Please fill in one circle.
@) Good?
@] Fairly good?

@] Not good?

5 What is your current employment status? Please fill in circles for all the options that apply to you.
0 Employed

Self-employed

Looking for a job or waiting to start a job

Student in full-time education

Part-time student

Retired

Looking after home / family

Long-term sick / disabled

O 0O O OO0 0O o0 0o

Other

Please turn over to the next question.
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SECTION 2: Have you ever used or would you ever use a self-test?

Self-tests are bought from shops or over the Internet. They are used to test for conditions or diseases
without involving a doctor, nurse or other health professional.

Please fill in one circle in the first column and one circle in the second column for each self-test. If
you are unhappy about answering the questions for any self-test, miss it out and go on to the next one.

Have you used Would you use this
this self-test? self-test in the future?

. Don't Don't
Self-test for: Yes No P Yes No Ko

Allergies @]

Blood in the stool (or bowel cancer
or bowel disorders or bowel polyps)

Chlamydia

Cholesterol

Diabetes (or glucose or sugar in the blood or urine)
High blood pressure (or hypertension)

HIV (or AIDS)

Kidney disorders (or kidney damage
or kidney failure)

Low blood count (or anaemia)

Menopause (or follicle stimulating hormone levels
or FSH levels or falling fertility)

Pregnancy

Prostate disorders (or prostate cancer
or prostate specific antigen or PSA)

Sperm count (or sperm concentration)
Urine infection (or cystitis or bladder infection)

Vaginal infection (or vaginal discharge)

G O el © FON O FeM O BN O RN O EeR © FON O
BN O ON C FOd O HOM O Fea O FON O BOE O FeN O
@ O e O el 0@ O|le Ol o les O |6
N O eN O FEN O FeN O FRE © FeN C RN O FeN O
@4 O el O Fel O FeN O F&a O FeN O Fe8 O FeN O
@ O [@N O Fed O el O Fel O EON O F@s O e

Other - please state

SECTION 3: May we contact you again?

We would like to send a more detailed questionnaire about self-testing to some people. May we send you
another guestionnaire? Please fill in one circle. We will only contact some of the people who say yes.

(@] Yes
O No

Thank you. Please return this questionnaire in the PREPAID envelope provided.
If you have any questions about the study, please contact Angela Ryan at the University of Birmingham on 0121 415 8015.
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Appendix 12: Letter asking general practices to participate in the study

Contact:  Angela Ryan
Telephone: 0121 415 8015
Fax: 0121414 6571

Email:  a.v.ryan@bham.ac.uk UN ]VE RS IT\/OF
BIRMINGHAM

School of Medicine

Division of Primary Care,
Public and Occupational Health

Department of Primary Care
and General Practice

Head of Department

Professor of Primary Care
30 July 2010 and General Practice

Richard Hobbs FRCGP
Dear Dr «M_02_Surnamey»,

Use of medical self-tests by members of the public

We are working on a study about “self-testing” and would like to ask for your practice’s assistance.

Self-testing is where a member of the public buys a test to see if they may have a condition or disease
without involving a doctor, nurse or other health professional. A wide range of self-tests are now available,
for example for chlamydia, prostate specific antigen and faecal occult blood. This study aims to determine
the prevalence of their use and factors that are associated with using them.

The Department of Health is funding the study, and Solihull Local Research Ethics Committee and your
PCT R&D Department have approved it. We would be very grateful if your practice would consider being
involved. Reimbursement of practice time would be available.

A copy of the study protocol is enclosed but the stages of the study in which your practice would
be involved are:

= An initial short questionnaire (sample copy enclosed with this letter) is sent to a sample of adults. This collects
basic sociodemographic information and whether the person has used or would use currently available self-tests.

= A more detailed questionnaire about self-testing is then sent to people who have said that they are willing to
receive another questionnaire and who have (cases) or have not (controls) used a self-test. Their responses will
establish those factors that are associated with the use of self-tests.

Your practice’s involvement would be:

= To provide a list of adults aged 18 years or over.

= To check this list so that people who it would be inappropriate for us to send a questionnaire to, for example
because of a terminal iliness, severe mental iliness or recent bereavement, could be excluded.

The initial questionnaire would be accompanied by a cover letter with your practice letterhead (sample

copy enclosed with this letter). We could come into your practice to do this mailing, or we could take the list

to the University, where it would be held securely, and send the questionnaires from there. We would send

one reminder letter in a similar way.

We would be very grateful if you would complete the enclosed slip and return it in the enclosed
PREPAID envelope to indicate if your practice would consider being involved. No stamp is needed.

We would be pleased to discuss your involvement by telephone or in person, and please also telephone or
email us if you have any immediate questions about the study.

Thank you for your time and consideration in helping with this research.

Yours sincerely,

Angela Ryan Sue Wilson
Clinical Research Fellow Professor of Clinical Epidemiology

Screening Team Primary Care Clinical Sciences Building University of Birmingham
Edgbaston Birmingham B152TT United Kingdom
www.pcpoh.bham.ac.uk/primarycare
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Appendix 13: Reply slip for general practices

Contact:  Angela Ryan
Telephone: 0121 415 8015
Fax: 0121414 6571

Email:  a.v.ryan@bham.ac.uk UN IVE RSITWF
BIRMINGHAM

School of Medicine

Division of Primary Care,
Public and Occupational Health

Department of Primary Care
and General Practice

Head of Department
Professor of Primary Care
Practice code: «Practice_Code» and General Practice

Richard Hobbs FRCGP
REPLY SLIP

Use of medical self-tests by members of the public

Would you be willing for the Department of Primary Care and General Practice at the University of
Birmingham to contact you about your practice being involved in this study?

Please tick one box.

D YES, we are happy to take part in the study.

D YES, but we would like to discuss the study in more detail by telephone before we decide
whether to take part.

D YES, but we would like a practice visit to discuss the study in more detail before we decide
whether to take part.

D NO, we do not wish to take part in the study.

If YES, please provide the following information so that we can contact you.

What is the name of the person we should contact?

What is the position of this person?

What is his / her email address?

What is his / her telephone number?

What is the best day and time to telephone?

Thank you for your time.
Please return the completed reply slip in the PREPAID envelope. No stamp is needed.
If you have said your practice may be willing to be involved, we will contact you in the near future.

Screening Team Primary Care Clinical Sciences Building University of Birmingham
Edgbaston Birmingham B152TT United Kingdom
www.pcpoh.bham.ac.uk/primarycare
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Appendix 14: Covering letter for initial questionnaire

Insert letterhead of general practice

Use of medical self-tests by members of the public

Insert date
Dear «Title» «Surnamey,

| am working with the Department of Primary Care and General Practice at the University of
Birmingham on a research study about “self-testing”. Self-testing is where a member of the public,
like yourself, buys a test to see if they may have a condition or disease without involving a doctor,
nurse or other health professional, similar to a home pregnancy test.

We are writing to people from the practice to ask for their help with the study. We would be very
grateful if you would complete the enclosed short questionnaire and return it to the University
in the enclosed PREPAID envelope. No stamp is needed.

We want to understand how and why people use self-tests so that we can prepare health services to
care for people who have used them. This questionnaire will help by telling us how many people
have used or would use a self-test. Your response is important to us whether or not you have
ever used a self-test.

It should only take 10 minutes to complete the questionnaire. Most of the questions just ask you to
mark one of the answers. Your answers will be confidential and any information that you provide will
only be seen by the research team, but please leave out any question that you feel unhappy about
answering. During the study, your contact details would be kept on a secure database at the
University in accordance with the Data Protection Act 1998. They would then be deleted.

We would like to ask some of the people who return this questionnaire to complete a more detailed
questionnaire about self-testing. If you say on the questionnaire that you may be willing to receive
another questionnaire and you are selected, this will be sent to you by the research team at the
University of Birmingham in the next few weeks.

Even if you do not want us to contact you again about the study, we would be very grateful if
you would complete and return this questionnaire. If you do not wish to take part in the study,
you can let us know by sending back the blank questionnaire in the PREPAID envelope.

Thank you for your time and consideration in helping with this research. If you have any questions or
concerns about the study, please contact Dr Angela Ryan in the Department of Primary Care and
General Practice at the University of Birmingham on 0121 415 8015.

Yours sincerely,

Insert signature

Insert name

More information about the study is available at
http://www.pcpoh.bham.ac.uk/primarycare/research/Screening/selftesting.htm.
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Appendix 15: Reminder letter for initial questionnaire

Insert letterhead of general practice

Use of medical self-tests by members of the public

Insert date
Dear «Title» «Surnamey,

You may remember receiving a letter from me about a research study on “self-testing”, which | am
working on with the Department of Primary Care and General Practice at the University of
Birmingham. Self-testing is where a member of the public, like yourself, buys a test to see if they may
have a condition or disease without involving a doctor, nurse or other health professional, similar to a
home pregnancy test.

We are writing to people from the practice to ask for their help with the study, and we would like to
ask again if you would consider completing and returning the short questionnaire about self-testing.
Another copy of the questionnaire is enclosed, and we would be very grateful if you would
complete and return it to the University in the enclosed PREPAID envelope. No stamp is
needed. Please disregard this letter if it has crossed in the post with your returned questionnaire.

We want to understand how and why people use self-tests so that we can prepare health services to
care for people who have used them. This questionnaire will help by telling us how many people
have used or would use a self-test. Your response is important to us whether or not you have
ever used a self-test.

It should only take 10 minutes to complete the questionnaire. Most of the questions just ask you to
mark one of the answers. Your answers will be confidential and any information that you provide will
only be seen by the research team, but please leave out any question that you feel unhappy about
answering. During the study, your contact details would be kept on a secure database at the
University in accordance with the Data Protection Act 1998. They would then be deleted.

We would like to ask some of the people who return this questionnaire to complete a more detailed
questionnaire about self-testing. If you say on the questionnaire that you may be willing to receive
another questionnaire and you are selected, this will be sent to you by the research team at the
University of Birmingham in the next few weeks.

Even if you do not want us to contact you again about the study, we would be very grateful if
you would complete and return this questionnaire. If you do not wish to take part in the study,
you can let us know by sending back the blank questionnaire in the PREPAID envelope.

Thank you for your time and consideration in helping with this research. If you have any questions or
concerns about the study, please contact Dr Angela Ryan in the Department of Primary Care and
General Practice at the University of Birmingham on 0121 415 8015.

Yours sincerely,

Insert signature

Insert name

More information about the study is available at
http://www.pcpoh.bham.ac.uk/primarycare/research/Screening/selftesting.htm.
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Appendix 16: Published paper for interview survey

Not available in the digital version of this thesis

Ryan A, Ives J, Wilson S, Greenfield S.

Why members of the public self-test: an interview study.
Family Practice  2010; 27(5): 570-581.
http://dx.doi.org/10.1093/fampra/cmq043
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Appendix 17: Covering letter for invite to interviews

Contact:  Angela Ryan UN IVERS ITYOF

Telephone: 0121 415 8015

Fax: 0121414 6571 BIRMINGHAM

Email:  a.v.ryan@bham.ac.uk
School of Medicine

Division of Primary Care,
Public and Occupational Health

Department of Primary Care
and General Practice

Head of Department
Professor of Primary Care
and General Practice
Richard Hobbs FRCGP

«Title» «Prefer» «Surname»

«Expri»

«Expr2»

«Expr3» «Expréd»

Use of medical self-tests by members of the public
11 June 2010
Dear «Title» «Surname»,

You kindly completed a questionnaire about “self-testing” and returned it to the Department of
Primary Care at the University of Birmingham a few months ago. You said on your questionnaire
that you may be willing to talk with a researcher about your views and experiences of self-tests,
and we would like to ask if you would consider taking part in an interview.

We would be very grateful if you would read the enclosed information leaflet, which gives some
more information about the study and about talking with a researcher in an interview. It is then up
to you to decide whether you would like to do so.

Please say on the enclosed reply slip if you would or would not like to take part in an
interview. Please return the reply slip in the enclosed PREPAID envelope. No stamp is
needed. If you say that you would like to take part in an interview, we will contact you in the near
future to arrange a convenient date, time and place.

If you do not want to take part in an interview but would be willing to receive a longer
questionnaire, please also say so on the reply slip. If you do not want to talk with a researcher in
an interview or receive a longer questionnaire, please say so on the reply slip and we will not
contact you again.

Thank you for your time and consideration in helping with this research. Please contact me on
0121 415 8015 if you have questions or concerns about the study.

Yours sincerely,

Dr Angela Ryan
Clinical research fellow

Screening Team Primary Care Clinical Sciences Building University of Birmingham
Edgbaston Birmingham B152TT United Kingdom
www.pcpoh.bham.ac.uk/primarycare
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Appendix 18: Information leaflet for interviews

reonene. 0151 4153015 UNIVERSITYOF
Email & yan@eham.sc k BIRMINGHAM
School of Medicine
Division of Primary Care,
Public and Occupational Health
Department of Primary Care
and General Practice

Head of Department
Professor of Primary Care
and General Practice
Richard Hobbs FRCGP

Information leaflet
Version 1 05/07/06
Interviews about the use of medical self-tests by members of the public

You are being asked to talk with a researcher in an “interview".

Before you decide, it is important for you to understand why we are doing this research and what it will
involve. Please take some time to read the following information carefully and discuss it with others if you
wish. It will explain why we are doing this study, what your involvement would be and hopefully answer
many of the questions that you may have at this stage.

What is self-testing?

Self-testing is where a member of the public uses a test or kit, bought from a chemist, supermarket or over
the internet, to see if they may have a condition or a disease, and where they can get the result without
having to talk to a doctor, nurse or other health professional.

With some self-tests, you get the test result immediately, similar to a pregnancy test, but with some self-
tests you send a sample to a laboratory and the results are returned to you.

What is the purpose of this study?

The purpose of this study is to find out more about the use of self-tests. We want to understand how and
why people use these self-tests so that we can advise people about how best to use them, and so that we
can prepare health professionals and health services to care for people who may have used them.

Why have | been chosen?

We sent a short questionnaire to adults registered at your doctor's surgery. You kindly returned this
questionnaire and said that you may be willing to talk with a researcher.

We would like to talk to some people to collect more detailed information about why they may have used or
not used self-tests. This will help us to design a longer questionnaire about self-tests. We will then send
this longer questionnaire to people who said that they may be willing to complete it.

What would taking part in an interview involve?

We are asking you to take part in an “interview". This involves talking with a researcher on a one-to-one
basis.

The interview could be done at your home if that is acceptable and convenient for you, or we could arrange
for the interview to take place in another location that is convenient for you. The interview should not take
more than an hour.

At the beginning of the interview, the researcher would discuss the study and answer any questions. If you
were happy to continue and take part, the researcher would ask you to sign a consent form.

The researcher would then ask you questions about self-tests and listen to your answers about your views
and experiences. We would not ask you to do anything else. The conversation would be tape-recorded so
that we would not forget what had been said.

If you decided to take part in an interview, we would not also ask you to complete the longer questionnaire.

Please turn over to the next page.
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What are the benefits to me?

There are no direct benefits to you in helping us with this research. We hope that the information we get
from this study will help us provide better information to the public about self-tests and identify any gaps in
current NHS services.

What will happen to the information?

The tape recording of the interview will be typed up and used to help us design a longer questionnaire
about self-tests. We will then ask other people who said that they may be willing to help us further with the
study to complete this questionnaire.

If you decided to take part in an interview, we would not also ask you to complete the longer questionnaire
that we will design after the interviews.

All the information we collect (for example questionnaires and typed-up interviews) will be stored at the
University. We keep all information securely in locked filing cabinets and on password-protected computers
in locked offices.

What information will | receive after the interview?

You will receive a summary of the interview, and we will ask you to feedback whether you think that the
summary adequately refiects what was said.

When we have completed the study, we will let your doctor's surgery have a summary of the results for
display. We will make sure that it is not possible to identify any individual from any summary, presentation
or publication of the results of the study.

Who is organising and funding the research?

The study is being organised by researchers from the University of Birmingham. The study is being funded
by a grant from the Department of Health.

Who has reviewed the study?

Solihull Local Research Ethics Committee have reviewed the design of the study and approved this
research.

What if something goes wrong?

If you wish to complain or have any concerns about any aspect of the way you have been approached or
are treated during this study, you can contact the lead researcher, Dr Sue Wilson, on 0121 414 7397. The
normal NHS mechanisms are also available to you.

What happens now?

It is up to you to decide whether to take part in an interview. If you decide to take part, you are still free to
withdraw at any time without giving a reason. A decision not to take part or to withdraw at any time will not
affect the standard of care that you receive from your doctor or anyone else.

Please say on the enclosed reply slip if you would or would not like to take part in an interview. If you say
that you would like to take part in an interview, we will contact you in the near future to arrange a
convenient date, time and place.

If you do not want to take part in an interview but would be willing to receive the longer questionnaire,
please also say so on the reply slip.

If you do not want to talk with a researcher in an interview or receive the longer questionnaire, please say
so on the reply slip and we will not contact you again.

Please return the reply slip in the enclosed PREPAID envelope. No stamp is needed.

Thank you for your time and consideration.

Screening Team Primary Care Clinical Sciences Building University of Birmingham

Edgbaston Birmingham BI152TT United Kingdom
www.pcpoh.bham.ac.uk/primarycare
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Appendix 19: Reply slip for interviews

Contact ‘ Ang«;la éyan | UNIVERSITYOF

Telephone: 01214158015

Fax: 01214146571 BIRMINGHAM

Email: a.v.ryan@bham.ac.uk
School of Medicine

Division of Primary Care.

Public and Occupational Health

Department of Primary Care

and General Practice

Head of Department
Professor of Primary Care
and General Practice
Richard Hobhs FRCGP

REPLY SLIP

Interviews about the use of medical self-tests by members of the public

Would you be willing for a researcher from the Department of Primary Care at the University of
Birmingham to contact you about taking part in an interview?

Please tick one box.

YES, | would be willing for a researcher from the Department of Primary Care at
L1 the University of Birmingham to contact me about taking part in an interview.

NO, | do not want to take part in an interview, but | would be willing to receive
LI the longer questionnaire that is designed after the interviews.

NO, | do not want to take part in an interview or receive the longer
L__| questionnaire.

If YES, please provide the following information so that we can contact you to arrange a suitable
date, time and place for the interview.

My name is:

My telephone number is:

Thank you for your time.

Please return the completed reply slip in the PREPAID envelope. No stamp is needed.

If you have said you would be willing to take part in an interview, a researcher
from the University of Birmingham will contact you in the near future.

Screening Team  Primary Care Clinical Sciences Building University of Birmingham
Edgbaston Birmingham B152TT United Kingdom
www.pepoh.bham. ac.uk/primarycare
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Appendix 20: Consent form for interviews

UNIVERSITYOF

Telephone: 01214158015

Fax: 0121414 6571 BIRMINGHAM

Email: a.v.ryan@bham.ac.uk
School of Medicine

Division of Primary Care.

Public and Occupational Health

Department of Primary Care

and General Practice

Head of Department
Professor of Primary Care
and General Practice
Richard Hobbs FRCGP

Consent Form

For interviews about the use of medical self-tests by members of the public

Researcher: Participant:

Please initial | Please initial
each section. each section.

1. | | confirm that | have read and understood the
information sheet dated 05/07/06, Version 1, about
interviews for the above study, and that | have had the
opportunity to ask questions.

2. | l understand that my participation is voluntary and that
| am free to withdraw at any time, without giving any
reason, and without my medical care or legal rights
being affected.

3. | | agree to take part in the above study, and | consent
to take part in an interview for the above study.

4. | | agree to the interview being tape-recorded, and |
understand that the tapes will be held at the University
of Birmingham.

Name of participant (please print) Date Signature

Name of researcher (please print) Date Signature

Screening Team Primary Care Clinical Sciences Building University of Birmingham
Edgbaston Birmingham B15 2TT United Kingdom
www.pepoh.bham.ac.uk/primarycare
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Appendix 21: Reply slip for respondent validation by interviewees

Contact: Angela Ryan U N I V E RS ]T\/OF

Telephone: 0121 415 8015

Fax: 0121414 6571 B] RM INGHAM

Email:  a.v.ryan@bham.ac.uk
School of Medicine
Division of Primary Care,
Public and Occupational Health
Department of Primary Care
and General Practice

Head of Department
Professor of Primary Care
and General Practice
Richard Hobbs FRCGP

11 June 2010
Dear «Title» «Surnamey,

Use of medical self-tests by members of the public

You kindly took part in an interview with me on «Appt_date». | enclose a short summary of what | think
were the main points of the interview, and | would be very grateful if you would use the slip below to let
me know whether you think that this reflects what you said and to add anything. Please return the slip in
the enclosed PREPAID envelope.

Thank you very much again for taking part in the interview. Your input has been very valuable.

Yours sincerely,

Dr Angela Ryan
Clinical research fellow

Screening Team Primary Care Clinical Sciences Building University of Birmingham
Edgbaston Birmingham B15 2TT United Kingdom
www.pcpoh.bham.ac.uk/primarycare

G - oLl
«Title» «Prefer» «Surname» Study number «Study_number»
Do you think that the summary reflects what you said? Please circle YES or NO. YES / NO

Please add any comments:
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Appendix 22: Topic guide for interviews

Topic guide for interviews
Start the tape recorder.

= So I've turned on the tape recorder, and we’ll start the interview.
= | wanted to start with how we described self-tests on the questionnaire. We said:

Self-tests are bought from shops or over the Internet. They are used to test for conditions
or diseases without involving a doctor, nurse or other health professional.

How easy or difficult did you find understanding this?
Did you have any questions about what we meant when you read it?

= | wanted to go over what self-tests you have used.
= | wanted ask about how you found out about and decided to use this self-tesi(s).

How did you find out about this self-test?

Did anything happen that lead to you deciding to do the self-test? What?

Did you speak to anyone else before deciding to do the self-test? Who and why?

Did you do any other research before deciding to do the self-test? What and why?

Why did you do a self-test rather than something else, like going to your GP?

What do you think are the pros and cons of a self-test compared with going to your GP?

= | wanted to ask about when you bought the self-test(s).

Where did you buy the self-test?
How did you find buying the self-test?
Do you think the self-test was good value?

= | wanted to ask about how you found doing the self-test(s).

Where did you do the self-test?
How did you find doing the self-test?
Did you ask anyone else’s advice about how to do it? Who and why?

= | wanted to ask about getting the result of the self-test(s).

What was the result of the self-test?

How sure were you about the result?

Did you ask anyone else’s opinion of the result? Who and why?
What did you do after you got the result?

= That’s all my questions.

So | think the main points are:
Is there anything else you would like to add?
Stop the tape recorder.

= Are you happy for me to use this recording?

= Thank you. That's been very useful. I'll send you a summary of the discussion in the next
couple of weeks, and I'd be grateful if you could read it over, and use the reply slip to let me
know if you are happy that it reflects what we said.
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Appendix 23: Published paper for systematic literature review

= O
BMC P“bllc Health BioMed Central

Research article

Factors associated with self-care activities among adults in the
United Kingdom: a systematic review
Angela Ryan, Sue Wilson*, Aliki Taylor and Sheila Greenfield

Address: Department of Primary Care and General Practice, The University of Birmingham, Edgbaston, Birmingham, B15 21T, UK
Email: Angela Rvan - avayvan@bham.ac.uk: Sue Wilson* - s.wilson@bham.ac.uk; Aliki Tavlor - aj.tavlor@bham.ac.uk;

Sheila Greenfield - s.m.greenfield@bham.ac.uk

* Corresponding author

Published: 5 April 2009 Received: 22 July 2008
BMC Public Health 2009, 9:96  doi:10.1186/1471-2458-9-96 Accepted: 5 April 2009
This article is available from: httpy/fwww biomedcentral.com/1471-2458/9/96

© 2009 Ryan et al; licensee BioMed Central Lrd.
This is an Open Access article distributed under the terms of the Creative Commons Attribution License (httpi/creativecommons.orgllicenses/by/2.0),

which permits unrestricted use, distribution, and reproduction in any medium, provided the original work is properly cited.

Abstract

Background: The Government has promoted self-care. Our aim was to review evidence about
who uses self-tests and other self-care activities (over-the-counter medicine, private sector,
complementary and alternative medicine (CAM), home blood pressure monitors).

Methods: During April 2007, relevant bibliographic databases (Medline, Embase, Cumulative Index
to MNursing and Allied Health Literature, Applied Social Sciences Index and Abstracts, PsycINFO,
British Mursing Index, Allied and Complementary Medicine Database, Sociological Abstracts,
International Bibliography of the Social Sciences, Arthritis and Complementary Medicine Database,
Complementary and Alternative Medicine and Pain Database) were searched, and potentially
relevant studies were reviewed against eligibility criteria. Studies were included if they were
published during the last 15 years and identified factors, reasons or characteristics associated with
a relevant activity among UK adults. Two independent reviewers used proformas to assess the
quality of eligible studies.

Results: 206 potentially relevant papers were identified, | 57 were excluded, and 49 papers related
to 46 studies were included: 37 studies were, or used data from questionnaire surveys, 36 had
quality scores of five or more out of 10, and 27 were about CAM. Available evidence suggests that
users of CAM and over-the-counter medicine are female, middle-aged, affluent and/or educated
with some measure of poor health, and that people who use the private sector are affluent and/or
educated.

Conclusion: People who engage in these activities are likely to be affluent. Targeted promotion
may, therefore, be needed to ensure that use is equitable. People who use some activities also
appear to have poorer measures of health than non-users or people attending conventional
services. |t is, therefore, also important to ensure that self-care is not used as a second choice for
people who have not had their needs met by conventional services.
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Background

Self-care is “the care taken by individuals towards their
own health and well being [1]. The Government has pro-
moted self-care on the basis that the public favour more
control over their health [ 1] and self-care improves health
outcomes and appropriate use of health and social care
services [2].

Diagnostic self-tests for aver 20 conditions can be bought
in pharmacies or over the internet |3]. Some provide
results at home or a sample is sent to a laboratory and
results are returned by post or email. Either way, people
who self-test do not need to discuss why they decided to
have the test or the results with a clinician. Members of the
public may consider that using self-tests is self-care and,
therefore, desirable, but direct access to self-tests has the
potential to reduce or reinforce inequity, People who can
afford a test may simply wish to check on their health, for
example with a home cholesterol test, and this could free
up conventional services for other people. Alternatively,
people who are unable to communicate their needs to a
health professional could buy expensive and perhaps
undesirable tests for home use. It is, therefore, important
to understand who uses self-tests so that targeted educa-
tion about appropriate testing can be provided and equi-
table access to corresponding conventional services can be
assured. Our aim was to generate hypotheses about who
uses self-tests by reviewing evidence for factors that are
associated with self-testing and, because of a lack of evi-
dence about self-tests, similar activities.

Methods

Scope of the review

Other than self-testing, activities under review were use of
over-the-counter (OTC) medicine, private care, comple-
mentary and alternative therapies (CAM), and home
blood pressure (BP') monitors. These were chosen because
they can be initiated without the involvement ar recom-
mendation of a conventional health professional and this
is a defining feature of self-testing. Furthermore, they usu-
ally necessitate the user taking an active role, for example
visiting a pharmacy, similar to buying a self-test. The
review was restricted to studies about the United Kingdom
(UK) because use of these activities is likely to be related
to the accessibility of the health care system. The review
was also restricted to studies published in the last 15 years
because the availability of the activities will have altered as
fashions and technologies have changed.

Search strategy

A search strategy was designed for each activity: for exam-
ple, to look for studies about self-test use, titles of papers
were searched for the terms "self diagnos$” or "self test$"
or "home test$” or "home diagnos$”, where $ denotes
truncated terms. This was then adapted for each database
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(table 1): for example, databases where MeSH headings
are assigned to papers were searched using appropriate
headings, such as "sell medication” 1o look for studies
about OTC medicine use. Searches were conducted during
April 2007, but Medline was searched again in July 2008
for more recently published papers about self-testing.

Where many papers were returned, searches were refined
with filters to identify appropriate study designs: for
example, titles were searched for terms such as "factor$”
or “characteristic$”, and databases where MeSH headings
are assigned were searched using headings such as "Epide-
miologic Studies” or "Health Surveys". Filters to identify
studies conducted in the UK were also used: the title,
abstract, institution and country of publication were
searched for "UK", "United Kingdom", "GB", "Britain”
and the constituent countries. Finally, where possible,
searches were limited to studies involving humans, writ-
ten in the English language, and published from 1993 to
2007. As studies related to private care could have been
published in economic as well as medical journals, The
Journal of Health Economics, The Journal of Public Eco-
nomics and The Economic Journal were hand-searched.
References of eligible papers were also reviewed.

Inclusion and exclusion criteria

Abstracts of potentially relevant studies were reviewed.
Where it was unclear whether the study was eligible, the
paper was retrieved and assessed. Studies were included if
they were published during the last 15 years in a peer-
reviewed journal and they reported factors, reasons or
characteristics associated with a relevant activity among
adults resident in the UK.

Studies were excluded if they did not concern a relevant
activity or report factors, reasons or characteristics associ-
ated with an activity. Remaining studies were then
excluded: if they did not involve adults or did not differ-
entiate between children and adults; if they specified that
the activity was initiated by a doctor or nurse; if they only
studied intention or willingness to do an activity; if they
involved people with specific conditions where the results
would not be generalisable; or if they did not involve UK
residents or differentiate between residents of the UK and
other countries. Finally, reviews, letters or opinions were
excluded, although reviews were retrieved so that relevant
references could be identified.

Quality assessment

Proformas based on tools from the Critical Appraisal
Skills Programme [4,5] were used. The quantitative pro-
forma included questions about whether the results of the
study were likely to be valid, for example whether the
study population was recruited appropriately (additional
file 1). The qualitative proforma included questions about
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Table I: Number of potentially rel papers identified and number of these papers that were eligible by activity and database®.
Subject Complementary and Over-the-counter Private care  Home blood pressure Self-tests Totalt
alternative medicine (CAM) (OTC) medicine (BP) monitors
Database Ine. Toral Ine. Toral Inc.  Total Ine. Toral Inc. Total Inc. Toral
Medline 1] 64 a 37 4 7 0 I 1] 3 28 106
Embase 9 53 I 18 I 3 0 3 o 5 18 86
Cumulative Index to 13 29 2 T 0 0 0 1] ] 1] I5 36

Nursing and Allied
Health Literature

Applied Social 9 30 3 7 1 2 0 1] o 1] 12 38
Sciences Index and

Abstracts

PsycINFO 8 20 3 8 1 2 0 0 1] 0 12 29
British Mursing Index 4 30 0 4 0 1 0 0 0 0 4 35
Allied and 2 9 0 1] 0 o 0 ] o ] 2 9

Complementary
Medicine Database

Sociological 0 I 0 0 0 1 0 o 0 1] 0 2
Abstracts
International I I Q 4 1] 0 4] 1] Q Q I 5

Bibliography of the
Social Sciences

References of other 3 3 | I 2 2 0 1] 1] 1] 6 [

papers
Grey literature | I 1] ] 1] ] | I 1] 1] 2 2

Totalb 30 135 15 62 7 13 I 4 0 5 49 206
*The Arthritis and Complementary Medicine Database and the Complementary and Alternative Medicine and Pain Database were also searched but

no potentially relevant papers were identified.

bTotals may be less than the sum of the components because some papers were identified by different databases during searches related to more
than one subject area: 193 papers were identified during searches related to one activity (122 related to CAM, 50 related to OTC medicine, 12
related to private care, four related to home BP monitors, and five related to self-testing) and |13 were identified during searches related to two
activities (12 related to CAM and OTC medicine, and one related to CAM and private care).

Table 2: Reasons why potentially relevant papers were excluded.

Cl.:lmp.l.en'tentary and Over-the-counter  Private care Home blood géi‘.[.-tesu Total
alternative medicine medicine pressure monitors
Study did not identify factors, reasons 21 25 3 2 4 54
or characteristics associated with a
relevant activity (1)
Study did not involve adults or I 5 0 ] 1] 14
differentiate between children and
adules (2)
Acrivity was initiated by a conventional 2 4] 0 1] 0 2
health professional (3)
Ourcome was simply the intention or I 3 0 0 0 4
willingness to do an activity (4)
Study involved a selected population 56 12 2 | 0 65
(5)
Study did not relate to UK residents 8 | I 1] 0 1o
(6)
Review, letter or opinion (7) ] | 0 1] I 8
Total 105 47 6 3 5 157

* Totals may be less than the sum of the components because some papers were identified by different databases.
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whether the study was likely to be rigorous and credible,
for example whether the recruitment strategy was appro-
priate to the aims (additional file 2). Each paper was given
a score out of ten by two reviewers with discrepancies
resolved by discussion. Papers with scores of eight or
more were termed high quality, papers with scores of
more than five but less than eight were termed medium
quality, and papers with scores of five or less were termed
low quality. Low quality publications were included to
give a complete picture and because such studies could
indicate areas where higher quality research is needed.
Another proforma was used to extract information from
eligible papers.

Results

Two hundred and six potentially relevant papers were
identified in April 2007: 49 were eligible (table 1) and
157 were excluded (table 2). Medline identified most (n =
28) eligible papers. Embase identified the next highest
number (n = 18), but there was considerable overlap with
Medline: adding Embase only identified three more
papers, whereas the Applied Social Sciences Index and
Abstracts and PsycINFO databases both identified five
more papers.

Complementary and alternative medicine

Eligible papers

Thirty eligible papers were identified. Three were also
identified in searches related to OTC medicine: one
looked at practitioner-delivered and OTC treatments and
the former results are presented in this section |[6],
whereas the other two did not make this distinction and
all their results are discussed here |7,8]. Another paper
was also identified in searches related to private care: the
results are presented in this section as the study involved
CAM patients |9]. This study and two others were reported
across two papers [7,9-13], leaving 27 studies (additional
file 3).

Eligible studies looked at different therapies, for example
acupuncture [14] or alternative medicines not prescribed
by a doctor |15], during different periods, for example
ever |7,13] or currently [14]. One study involved inter-
views [16], one was a qualitative survey [17], three used
questionnaires plus interviews [9,10,18,19], and one was
a case note review | 20]. Twenty one studies were question-
naire surveys, but only seven of them used population-
based samples, for example people registered with general
practices [11,12]. The remainder used selected samples,
for example people visiting a practitioner |14].

One questionnaire survey had a high quality score
[11,12], 18 had medium scores, and two had low scores
|21,22]. Three qualitative studies had medium scores
[16,17,19] and two had low scores [9,10,18].

http:/iwww biomedcentral.com/1471-2458/9/96

Results

Using adjusted analyses, the high quality population-
based survey found that being female was linked with vis-
iting a CAM practitioner in the last three months |11,12],
a medium quality population-based survey reported that
taking non-prescribed alternative medicines was more
likely in women than men [15], and another medium
quality study found that lifetime CAM use was more likely
among female than male GP attendees [7,13]. Although
samples and analysis methods varied, 10 other studies
reported a link between being female and CAM use
|6,14,17,18,20,23-27].

Using adjusted analyses, the high quality population-
based survey found that people aged 34-49 were most
likely to consult a chiropractor or osteopath [11,12], and
a medium quality survey found that past CAM use was
more likely among GP attendees under 70 than older
attendees [7,13]. Three medium quality population-based
surveys used unadjusted analyses 1o show that use was
most common among people aged 45-64 |6], 35-64 |24]
and 45-54 [28], and another medium quality study
described higher proportions of acupuncture patients
being aged 35-64 than the general population [14]. Two
medium quality surveys described that CAM users were
most commonly aged 30-49 [23] and 35-44 [17], and
another medium quality study described CAM patients as
having a median age of about 45 [20]. A low quality pop-
ulation-based survey described a peak in use at age 45
[18]. Three further studies looked at age but compared
people visiting CAM practitioners with GP and/or outpa-
tient attendees [25,29,30].

Only three medium quality studies looked at ethnic ori-
gin. Using an adjusted analysis, one found that people of
Black African origin were more likely than white people or
people of South Asian origin to take non-prescribed alter-
native medicines [15]. Another reported that white stu-
dents did not have a tradition of CAM use, although the
analysis was limited by small numbers [19]. In contrast,
the third found that most patients at a CAM hospital were
white, although there was no comparison group |26].

Lsing population-based surveys and adjusted analyses, a
high quality and a medium quality study found, respec-
tively, that people from higher social classes were more
likely to have visited a CAM practitioner in the past three
months [11,12] or be taking non-prescribed alternative
medicines | 15] than other people. Using unadjusted anal-
yses, two medium quality population-based surveys
found that CAM use was more common among affluent
than non-affluent groups [24,28], and another medium
quality study reported that use was more common among
GP attendees with higher incomes |7,13]. Two medium
quality studies found that CAM patients had higher
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incomes [29] or occupational status [25] than GP
patients, although again analyses were unadjusted. A fur-
ther medium quality study described people visiting a
Chinese medicine practitioner as having disposable
income [20].

Three medium quality studies linked education and CAM
use, although they all used unadjusted analyses. A popu-
lation-based survey found that use was more likely among
people who were older than younger when they left edu-
cation |28]. Another found that use was more common
among GP attendees with higher than lower educational
attainment |7,13]. The third study found that CAM
patients generally had a longer education than GP
patients [31].

A link with poor health was supported by several studies.
Using adjusted analyses, the high quality population-
based survey found that people with a long-standing ill-
ness or who saw their GP more often were more likely to
have seen a CAM practitioner recently than other people
[11,12], and a medium quality study found that CAM
patients were more likely than GP patients to have psychi-
atric morbidity [29]. Using unadjusted analyses, a low
quality population-based survey found that CAM users
had higher GI* attendance rates and were more likely 1o
have severe or chronic conditions than non-users [18],
and two medium quality studies found that CAM patients
were more likely than GI patients to have had a serious
illness [30], chronic illness |30] and longer illness |30,32].
Two medium quality studies also looked at symptom
length: one described most Chinese medicine patients as
having symptoms for over a yvear [20], and the other
described new CAM patients as having longer symptoms
than GP patients, although CAM patients also had lower
pain scores [31].

Some studies described reasons for using CAM, for exam-
ple an acquaintance's recommendation [9,10,33] or
because a family member had done so [8]. Others cited
users’ views about orthodox medicine's disadvantages, for
example rushed appointments |9,10] and its limited effec-
tiveness [9,10,16,27], compared with CAM's attractions,
for example its effectiveness [27] and sensitive practition-
ers with time to listen [30].

The high quality population-based survey reported that
non-smokers and people who took regular exercise were
more likely to have seen a chiropractor or osteopath than
other people [11,12]. Two medium quality studies with
adjusted analyses also reported a link with healthy living:
compared to GP patients, CAM patients had healthier life-
styles [30] and were more likely to believe in healthy liv-
ing [29]. Similar to this, a low quality unadjusted survey
found that patients at alternative therapy centres were
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more likely to be health conscious and know about health
than health centre attendees [21]. A medium [29] and a
low quality study [21] also reported that CAM users were
more likely to believe that they controlled their health or
less likely to believe that doctors controlled their health
than users of orthodox medicine.

Over-the-counter medicine

Eligible studies

Fifteen eligible papers relating to 15 studies were identi-
fied. Two are discussed in the CAM section |7,8], leaving
13 studies (additional file 4). The studies looked at use or
purchase of any or specific medicines, such as analgesics
|34]. Two were qualitative studies [35,36] and 11 were
surveys. Four surveys used population-based samples
|6,34,37,38], for example from health authority registers.
One survey sampled people who were shopping [39] and
two sampled people attending general practices [40,41].
The remaining four surveys looked at OTC purchasers
without a comparison group [42-45]. Four surveys
|34,37,38,40] had high quality scores. Three surveys
[6,39,41] and the two qualitative studies [35,36] had
medium scores. The other four surveys had low scores
[42-45].

Results

Two low quality surveys described the sex of purchasers of
OTC medicines and found that most were female [44,45].
Four population-based surveys agreed that use or pur-
chase was more common in females: three were high
quality and used adjusted analyses [34,37,38] and one
was medium quality but unadjusted |6]. Using unad-
justed analyses, a high quality survey of GP attendees [40]
and a medium quality survey of shoppers |39] also found
that being female was linked with using or purchasing
OTC medicines.

One high quality population-based survey reported on
ethnicity: this found that people who were white were
more likely to use herbal supplements than other people
|37]. Most studies looked at age. Three high quality pop-
ulation-based surveys found, using adjusted analyses, that
purchase or use of OTC medicines was more common in
people aged 35-44 [38], 45-64 [37], and under 60 [34].
One medium quality adjusted survey found that GP
attendees [41] aged under 60 were more likely to use OTC
medicines than older people, and another medium qual-
ity unadjusted survey reported a similar result for shop-
pers |39]. Using unadjusted analyses, a high quality
survey of GP attendees [40] and a medium quality popu-
lation-based survey |6] found that use or purchase of OTC
medicines was highest in the 45-64 age group, and two
low quality surveys reported that most OTC buyers were
46-60 |44] or 36-45 years [45].
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Three high quality population-based surveys |34,37,38],
one high quality survey of GP attendees [40] and one
medium quality survey of GP attendees [41] found that
OTC medicine use or purchase was associated with afflu-
ence. The studies used different measures though, for
example occupation |38] or the Carstairs deprivation cat-
egory |34, and only two found the association after
adjusting for other variables |37,38]. One of the high
quality surveys also reported an association with educa-
tional attainment, but only education remained signifi-
cant in the adjusted analysis [34]. This could suggest that
the association with affluence may be related to educa-
tion, but there was also a link with paying for prescrip-
tions in the adjusted analysis and this could be a surrogate
for affluence. A low quality but adjusted survey of phar-
macy customers also found an association with paying for
prescriptions [43], and two medium quality unadjusted
analyses of GP attendees [4 1] and shoppers [39] reported
a similar link.

Only three studies found a link between purchase or use
of OTC medicines and poor health, butall were high qual-
ity population-based studies with adjusted analyses. Two
studies looked at self-reported health [34,38] and the
third looked at psychiatric morbidity [37].

Two high quality population-based surveys examined
behaviour. One found that herbal supplement use was
associated with not smoking and being active, although
only being active remained significant after adjusting for
other variables [37]. This suggests that use may be associ-
ated with healthy behaviours. The other survey found an
unadjusted association between non-prescription analge-
sics and drinking alcohol, but the comparison was with
non-drinkers so this is probably not a healthy behaviour
[34].

Some low quality surveys described reasons for OTC use,
for example a prompt by an acquaintance [45], habit [44],
homeopathic remedies being more natural [45], or symp-
toms not being severe enough for the doctor [42]. Some
of these reasons were echoed in the qualitative studies, for
example experience and influence of family members
[35]. doctors being unable to help with some problems
|36], and prescription medicines being chemical [36].

Private sector

Eligible studies

Seven eligible papers were identified. One was also iden-
tified in searches related to CAM and is discussed in the
CAM section [9]. The remaining six papers related to six
studies (additional file 5). Five studies using data col-
lected during surveys to look at determinants of insurance
[46-48] and who actually uses private care [49,50]. The
sixth study used data from general practice records to look
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at who was most likely to be privately referred |[51]. The
study that used general practice data had a high quality
score [51], three studies had medium scores [47,48,50],
and two had low scores [46,49].

Results

One medium quality study, using an adjusted analysis,
reported that women were less likely to have private insur-
ance than men [47]. A link with age was found in four
studies. The high quality study used an adjusted analysis
to show that people aged 45-54 were most likely to be pri-
vately referred [51]. Another medium quality study, also
using an adjusted analysis, found that private insurance
increased with age but fell for older people [48]. A low
quality study reported the same result |46], although it
was unclear if the analysis was adjusted. In contrast, a
medium quality study, using an adjusted analysis, found
that private insurance increased with age [47].

Private care or insurance was positively associated with
affluence and/or negatively associated with deprivation in
all the studies. The high quality study [51] and wo
medium quality studies [47,48] used adjusted analyses,
whereas the other medium quality study used an unad-
justed analysis [50] and it was unclear if the two low qual-
ity studies had adjusted for other variables [46,49]. The
measures used, for example income [46] or the Index of
Multiple Deprivation [51], also varied.

Being privately insured was found to be more likely
among people with than without a basic qualification in
a medium quality study that used an adjusted analysis
including the possible confounders of income and occu-
pation [47]. A similar link was found in a low quality
study, but it was unclear whether the analysis was
adjusted [46].

Only one study reported on the relationship with health
status [49]. This reported a negative association between
private care and being limited in one’s daily activities, but
the study was low quality and it was unclear if the analysis
was adjusted.

Home blood pressure monitors

One eligible medium quality survey of 5545 people regis-
tered with general practices (54% response rate: 153 ques-
tionnaires undelivered and 2925 completed) was
identified |52]. Being retired (p < 0.05), being not in
employment (p < 0.05), having a long-term illness (p <
0.001) and/or not good health (p < 0.05), being a non-
smoker (p < 0.01), and having used other self-tests (p <
0.0001) were linked with self-testing for high BI® but only
in a univariate analysis. Increasing age (p < 0.0001), being
female (p < 0.0001), having a degree (p <0.05) and living
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in a more affluent area (p < 0.05) remained significant
after adjusting for other variables.

Self-tests

One eligible paper about self-testing was identified in July
2008 [53]. This presented results for self-tests related to
cancer from the survey of 5545 adults that had been iden-
tified in searches related to home BP monitors [52]. Using
an adjusted analysis, the study found that predictors of
use of a prostate specific antigen test were being male (p <
0.01), white ethnicity (p < 0.01) and older age (p < 0.01),
and that use was lower among relatively deprived people
(quartile 3 of the Index of Multiple Deprivation, p <
0.001). In contrast, use of a haematuria test was predicted
by being relatively deprived (p < 0.05), as well as giving
one's employment status as looking after the home and/
or family (p < 0.01).

Discussion

Main findings of this study

This study reviewed evidence for factors that are associ-
ated with self-testing and similar activities among UK
adults. Forty nine eligible papers were identified. Most (n
= 28) were identified by Medline and most (n = 30) were
related to CAM. There were 46 unique studies and most (n
= 36) had high or medium quality scores. Most (n = 37)
studies were, or used data from established questionnaire
surveys, but only 16 of them were population-based. Sur-
vey analysis methods varied from simple descriptive to
adjusted analyses, but studies generally looked at five
areas - demographic factors (sex and age), affluence/dep-
rivation, education, health status, and health behaviours
and beliefs.

Being female was associated with the activity in 13 of 27
studies about CAM, eight of 13 studies about OTC medi-
ne, and the only study about home BP monitors. Ten
studies about CAM, nine studies about OTC medicine,
and three studies about the private sector reported that
people in the 30 to 64 year age range were most likely to
undertake the activity or that use declined after 60 or 70
years. One study, however, found that private insurance
was more common in men than women and as age
increased [47], and the study about home BP monitors
reported that use became more likely as age increased
[52].

A link with affluence was presented in eight studies about
CAM, five studies about OTC medicine, all six studies
about the private sector, and the study about home BP
monitors. Higher educational attainment was associated
with use in three studies about CAM, one study about
OTC medicine, two studies about the private sector and
the study about home BP monitors. Education and afflu-
ence are likely to be associated though and many studies
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used unadjusted analyses or looked at education or afflu-
ence. Even so, no study found that the activity was less
common in more affluent or educated people.

Six studies about CAM, three studies about OTC medi-
cine, and the study about home BP monitors suggested a
link with various measures of poor health, but the analy-
ses were often unadjusted. Conflicting evidence was also
presented by two studies: one found that CAM patients
had longer symptoms than GP patients but also lower
pain scores [31], and the other reported that private care
was less likely among people limited in their daily activi-
ties than among those not limited [49].

Four studies about CAM and one about OTC medicine
suggested a link with healthy lifestyles or being health
conscious and knowledgeable about health, and no stud-
ies contradicted this. Two studies also found that CAM
users were more likely to believe that they control their
health or less likely to believe that doctors control their
health than users of orthodox medicine.

What is already known on this topic

The aim of this study was to review evidence about who
uses self-tests among UK adults. No relevant studies about
self-testing were initially identified though. As a result, the
scope was widened to look at similar activities, and this
study is the first to draw together evidence from different
areas about common factors that are associated with self-
care activities.

What this study adds

People who use CAM and OTC medicine appear similar.
There is general consensus that they are usually female,
middle-aged and affluent and/or educated. There is also
fairly general agreement that people who undertake these
activities have some measure of poor health. People who
use home BI’ monitors appear similar to people who use
CAM and OTC medicine except that use was associated
with increasing age. The study about home BP monitors
did not ask about hypertension though, and rising use
could be related to the increased prevalence of this condi-
tion with age, perhaps unlike other conditions for which
CAM and OTC medicines are used.

Similar to CAM, OTC medicines and home BP monitors,
people who use the private sector appear to be affluent
and/or educated. In contrast to users of other activities
though, there is some evidence that males tend to have
private insurance and people with good health tend to
have private care. This suggests that it may not be appro-
priate to group studies about the private sector with stud-
ies about other self-care activities.
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Limitations of this study

Only studies conducted in the UK were included because
it was felt that the health care environment would have
affected choices about the activities under consideration.
The review may not, therefore, be applicable to other set-

tings.

As there was no clear equivalent activity, studies about
activities with similarities to self-testing were reviewed.
Each activity, however, also has differences to self-testing,
for example CAM is generally considered to be outside
conventional medicine, whereas self-tests could be con-
sidered an extension of orthodox medicine. There were
also differences between the activities, and grouping
together results from such studies may not be appropriate,
for example people who use the private sector may be dif-
ferent to people who use the other activities. As only one
study about home BP monitors and self-tests was identi-
fied, it is probably not appropriate to draw firm conclu-
sions about users of these activities.

Self-tests were defined for this study as tests that are
bought and used without involving a doctor, nurse or
other conventional health professional. As a result, stud-
ies were excluded where there was evidence that the activ-
ity was always initiated by a conventional health
professional.  Activities could also be simply recom-
mended by health professionals though, and this was
often not asked about or, if asked about, used to group
people. It was not possible, therefore, to determine
whether people who used an activity after a conventional
professional’s recommendation were different to people
who used them without any such recommendation. Sim-
ilar to this, use of private care and some CAM facilities
may require referral from a conventional health profes-
sional, but the idea may have come from the patient.
Again though, this was often not reported or used to
group people. This may be important as someone who is
affluent and/or educated may be more able to influence a
GCP to arrange a referral, which could, at least, partly
explain the link between affluence and the use of these
activities.

Eligible studies often defined use in different ways. Iden-
tified studies also used different data collection and anal-
ysis methods. Questionnaire surveys were often not
population-based or did not have a relevant comparison
group so descriptive analyses were presented about the
group using the activity. Even where there was a compari-
son, analyses were often not adjusted for confounding
variables so it was difficult to see if associations, such as
education and affluence, were independent. Factors exam-
ined also varied widely, even though more basic charac-
teristics, such as ethnic group, were infrequently studied.
It was also sometimes difficult to tell whether papers

http:/fwww biomedcentral. com/1471-2458/9/96

related to the same study, for example three papers used
similar methods and the same authors, but the number of
participants varied [27,30,32]. These issues meant that it
was not possible to formally pool analyses from studies
within each area.

Future research

The government is encouraging self-care because of evi-
dence that this will improve health outcomes and appro-
priate use of conventional services. The promotion of self-
care may mean that self-tests are seen as desirable. It will
be important, therefore, given the potential disadvantages
of self-tests, to assess the impact of this policy on their use.
There is a lack of evidence about who currently uses self-
tests and why they use them though and a need for
research in this area. It seemed sensible to collate evidence
from studies about similar activities as a starting point,
but it remains important, particularly given the potential
disadvantages of self-tests, to use this knowledge to
directly study who is using self-tests and why they are
being used. The evidence from this review will, therefore,
be used to design a questionnaire to look at factors that
are associated with using self-tests. This review will also be
useful to policy makers wishing to consider how best to
promote general self-care activities by highlighting those
groups who are not engaged in such activities. Further
qualitative research among these groups about why self-
care is not used and how this could be facilitated would
be useful.

Conclusion

This review suggests that people who engaged in self-care
activities were likely to be affluent and/or educated. Self-
care is, therefore, likely to require targeted promotion to
ensure that use is equitable.

People who have used some self-care activities may also
have poorer health than non-users or people attending
conventional services. It seems reasonable that people
would use self-care activities when they feel unwell, but it
is important to ensure that self-care is not a second choice
for people who have been dissatisfied with, or not had
their needs met by conventional services, There is weak
evidence that dissatisfaction with orthodox medicine was
a factor in some people's decision to use CAM and that
some people used OTC medicine because their doctor was
unable to help them. This requires further investigation as
part of the evaluation of the promotion of self-care.

Abbreviations

OTC: over-the-counter; CAM: complementary and alter-
native therapies; BP: blood pressure; UK: United King-
dom.
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Appendix 24: Examples of search strategies used in Medline for studies related

to use of over-the-counter medicine for the systematic literature review

# Search History

1 exp Population Characteristics/

2 exp Epidemiologic Factors/ Example 1
3 exp Attitude to Health/

4 exp Health Behawvior/

5 reasons. ti.

& determinant$.ti.

7 factors.ti.

8 explanats.ti.

Q characteristics.ti.

10 uses.t.

11 exp Epidemiologic Studies/

12 exp Health Surveys/

13 exp Health Care Surveys/

14 exp Questionnaires/

15 exp Interviews,

16 exp Qualitative Research/

17 lor2or3ordorSortor7or8or9orl10or 11 orl2or 13 or 14 or 15 or 16
13 United Kingdom.ti,ab,in,cp.

19 UK. ti,ab,in,cp.

20 England.ti,ab,in,cp.

21 Scotland.ti,ab,in,cp.

22 Wales.ti,ab,in,cp.

23 Ireland.ti,ab,in,cp.

24 Britain.ti,ab,in,cp.

25 GB.ti,ab,in,cp.

26 exp Great Britain/

EEng 18 or 19 or 20 or 21 or 22 or 23 or 24 or 25 or 26
28 17 and 27

29 exp Self Medication/

30 28 and 29

31 limit 30 to humans

32 limit 31 to english language

33 limit 32 to yr="1992 - 2007"

34 limit 33 to (news or newspaper article)
35 33 not 34

AG2



# Search History

1 exp Population Characteristics/

2 exp Epidemiclogic Factors/ Example 2 N
3 exp Attitude to Health/

4 exp Health Behavior/

5 reasons. ti.

& determinants$.ti.

7 factors.ti.

8 explanats.ti.

Q characteristics.ti.

10 uses.t.

11 exp Epidemiologic Studies/

12 exp Health Surveys/

13 exp Health Care Surveys/

14 exp Questionnaires,

15 exp Interviews/

16 exp Qualitative Research/

17 lor2or3ordorSor6or7or8or9or 10 or 11 or 12 or 13 or 14 or 15 or 16
18 United Kingdom.ti,ab,in,cp.

19 UK.ti,ab,in,cp.

20 England.ti,ab,in,cp.

21 Scotland.ti,ab,in,cp.

22 Wales.ti,ab,in,cp.

23 Ireland.ti,ab,in,cp.

24 Britain.ti,ab,in,cp.

25 GB.ti,ab,in,cp.

26 exp Great Britain/

27 18 or 19 or 20 or 21 or 22 or 23 or 24 or 25 or 26
28 17 and 27

29 over the counter.ti.

30 over-the-counter.ti.

31 "over the counter".ti.

32 28 and 29

33 limit 32 to humans

34 limit 33 to english language

35 limit 34 to yr="1992 - 2007"

36 limit 35 to (news or newspaper article)
37 35 not 36
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# Search History

1 exp Population Characteristics/

2 exp Epidemioclogic Factors/ Example 3 B
3 exp Attitude to Health/

4 exp Health Behavior/

5 reasons. ti.

& determinants$.ti.

ri factor$.ti.

8 explanats$.ti.

9 characteristics.ti.

10 uses.ti.

11 exp Epidemioclogic Studies/

12 exp Health Surveys/

13 exp Health Care Surveys/

14 exp Questionnaires,

15 exp Interviews/

16 exp Qualitative Research/

17 lor2or3ordorSor6or7or8or9or 10 or 11 or 12 or 13 or 14 or 15 or 16
18 United Kingdom.ti,ab,in,cp.

19 UK.ti,ab,in,cp.

20 England.ti,ab,in,cp.

21 Scotland.ti,ab,in,cp.

22 Wales.ti,ab,in,cp.

23 Ireland.ti,ab,in,cp.

24 Britain.ti,ab,in,cp.

25 GB.ti,ab,in,cp.

26 exp Great Britain/

27 18 or 19 or 20 or 21 or 22 or 23 or 24 or 25 or 26
28 17 and 27

29 exp Drugs, Mon-Prescription/

30 28 and 29

31 limit 30 to humans

32 limit 31 to english language

33 limit 32 to yr="1992 - 2007"

34 limit 33 to (news or newspaper article)
35 33 not 34
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Appendix 25: Proforma based on tools from the Critical Appraisal Skills

Programme that was used to assess the quality of eligible quantitative studies

Lead author and year

Are the results valid?

1 | Did the study addressed a clearly focused issue?

Did the authors use an appropriate method to
answer the question?

Was the study population recruited in an
acceptable way?

Think about selection bias e.g. representative, clear
exclusion and inclusion criteria.

Was the exposure accurately measured to
minimise bias?

Was the outcome accurately measured to minimise
bias?

Have the authors identified all important
confounding factors?

Have they taken account of the confounding factors
in the design and / or analysis?

7 | Was the analysis appropriate?

Was the study population recruited in an
8 | acceptable way?

Think about selection bias e.g. non response.

What are the results?

9 | What are the results and how precise are they?

10 | Do you believe the results?

Total (out of 10)
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Appendix 26: Proforma based on tools from the Critical Appraisal Skills

Programme that was used to assess the quality of qualitative studies

Lead author and year

Was there a clear statement of the aims of the
research?

Is a qualitative methodology appropriate?

2 Think about whether the research aims to interpret
or illuminate actions or subjective experiences of
participants.

Was the research design appropriate to address
the aims of the research?

Think about whether the researcher has justified
this.

Was the recruitment strategy appropriate to the
aims of the research?

Think about how people were selected and whether
there is discussion of non-participation.

Were the data collected in a way that addressed
the research issue?

Think about the setting, the exact method, use of
topic guide, how data were recorded, saturation.

Has the relationship between researcher and
participants been adequately considered?

7 | Have ethical issues been taken into consideration?

Was the data analysis sufficiently rigorous?

8 | Think about potential bias i.e. selection of data for
presentation.

Is there a clear statement of the findings?

9 | And think about credibility i.e. triangulation,
respondent validation, more than one analyst.

10 | How valuable is the research?

Total (out of 10)
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Appendix 27: In-depth questionnaire

UNIVERSITYOF
BIRMINGHAM
QUESTIONNAIRE

Use of medical self-tests by members of the public

SECTION 1: This section asks for some background information about you.

1 How old are you? Please write your age in the box. years

2 What is your sex? Please fill in one circle like this. @
@] Male

(o] Female

3 Do you have any long-term iliness, health problem or disability? Please fill in one circle.

@] Yes
If YES, does this limit your daily activities or the work you can do?

O No

O Yes

(0] No

4 Have you ever worked as a health professional? Please fill in circles for all the options that apply to you.

O Yes, during the last 12 months If YES, what is o was

the title of your job?
(0] Yes, more than 12 months ago e

(D] No

5 Which of these qualifications do you have? Please fill in circles for all the options that apply to you.

0 O levels or CSEs or GCSEs
or School Certificate

A levels or AS levels -
or Higher School Certificate Quealiied Teacher

First degree (e.g. BA or BSc) Qualified Medical Doctor

Higher degree (e.g. MA or PhD or PGCE

or postgraduate certificates or diplomas) Chadiied Defist

NVQ level 1 or Foundation GNVQ

NVQ level 2 or Intermediate GNVQ No qualifications

o o O O O O
@ 0 B © 0 ©

NVQ level 3 or Advanced GNVQ

O NVQ level 4 or NVQ level 5 or HNC or HND

Qualified Nurse or Midwife or Health Visitor

Other qualifications — please describe below

Page 1 of 10
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SECTION 2: This section asks about your knowledge and views of self-tests.

Self-tests are bought from shops or over the Internet. They are used to test for conditions or diseases without
involving a doctor, nurse or other health professional.

1 How confident are you that you could use a self-test at home to test for a condition or disease without
involving a doctor, nurse or other health professional? Please fill in one circle.

Neither confident
Very confident Fairly confident nor unconfident Fairly unconfident Very unconfident

0 0 0 o) O

2 Did you know that these self-tests were available before you got our last questionnaire? Please fill in one
circle for each self-test.

Don't
Self-test for Yes No know

Allergies O 0O
Blood in the stool (or bowel cancer or bowel disorders or bowel polyps) O (0] @)
Chlamydia O 0] 0
Cholesterol O (@) @)
Diabetes (or glucose or sugar in the blood or urine) O 0] @]
High blood pressure (or hypertension) O (0] 0
HIV (or AIDS) O 0 0
Kidney disorders (or kidney damage or kidney failure) QO 9] @]
Low blood count (or anaemia) O 0] @]
Menopause (or follicle stimulating hormone levels or FSH levels or falling fertility) O O (@]
Pregnancy O 0] 0
Prostate disorders (or prostate cancer or prostate specific antigen or PSA) O 0] @)
Sperm count (or sperm concentration) QO 0O @]
Urine infection (or cystitis or bladder infection) O O @]
Vaginal infection (or vaginal discharge) O 0] @)
Other - please say what O O @]
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SECTION 3: This section asks about your habits and lifestyle.

1 Do you smoke cigarettes at all nowadays? Please fill in one circle.

Yes
O If YES, about how many cigarettes a day do you

usually smoke? Please write the number in the box. cigarettes per day

O No

2 How often do you take exercise in your free time so that you get at least a little warm, sweaty or out of
breath? Please fill in one circle.

@] Five days a week or more O Less than once a week but at least once a month
0] About three or four days a week O Less than once a month
@] About one or two days a week O Never or almost never

3 How often do you eat fruit or vegetables not including potatoes? Please fill in one circle.

@] Five times a day or more (0] Less than once a day but at least once a week
@] About three or four times a day O Less than once a week
@) About one or two times a day (@] Never or almost never

4 How often do you use the internet? Please fill in one circle.

O Five times a day or more O Less than once a day but at least once a week
O About three or four times a day O Less than once a week
(0] About one or two times a day O Never or almost never

SECTION 4: This section asks how much you know about recommendations about how to stay
healthy. Please try to answer these questions without asking anyone or looking up the answers.

1 At least how many portions of fruit or vegetables is it recommended that people should eat each day? Please
write the number in the box or put a cross if you do not know the answer.

portions

2 At least how many days a week is it recommended that people should exercise? Please write the number in
the box or put a cross if you do not know the answer.

days
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SECTION 5: This section asks where you get information about health.

1 In the last 12 months, have you asked these people for advice about a health problem or how to stay
healthy? Please fill in one circle for each person.
Three or  Once or
more times  twice Not at all Not sure

GP or family doctor 0 @] @] 0]
General practice nurse (@] 0] 0]
Hospital doctor 0 @] @] O

Hospital nurse (@] (@] @] 0]

Pharmacist or chemist (@] 0 0] 0]
Complementary therapist (@] @) (@] (0]
Husband or wife or partner (@] @] @] O
Other family member (@] (@] (@] 0]
Friend (@] 0] 0 O

Work colleague O O O O

Other — please say who (@] 0 @) 0]

2 In the last 12 months, have you used these other sources of information for advice about a health problem or
how to stay healthy? Please fill in one circle for each source.
Three or  Once or
more times  twice Not at all  Not sure

NHS Direct O o) ) @)

The internet or websites (@] O

CDs or DVDs 0 @) 0 0o

Books (@] @] 0] 0]

Newspaper or magazine articles (@] @] (@] @]

Radio or television programmes (] @] @] (@)

Adverts in newspapers or magazines (@] (@] @] O

Adverts on radio or television (0] 0 0 0]

Adverts in pharmacies or chemists (0] @] @] (@]

Other — please say what (@] (@] @] 0]
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SECTION 6: This section asks for some more information about your health.

1 Overall, how would you rate your health during the past 4 weeks? Please fill in one circle.
Excellent Very good Good Fair Poor Very poor
0] 0] 0] @) 0] 0]

2 During the past 4 weeks, how much did physical health problems limit your usual physical activities (such as
walking or climbing stairs)? Please fill in one circle.

Could not do
Not at all Very little Somewhat Quite a lot physical activities
0 O O 0 0]

3 During the past 4 weeks, how much difficulty did you have doing your daily work, both inside and outside the
home, because of your physical health? Please fill in one circle.

Could not do
None at all A little bit Some Quite a lot daily work
0] @) 0] 0 @]
4 How much bodily pain have you had during the past 4 weeks? Please fill in one circle.
None Very mild Mild Moderate Severe Very severe
O] @] O @) 0] O
5 During the past 4 weeks, how much energy did you have? Please fill in one circle.
Very much Quite a bit Some A little None
0] @) 0] @) 0]

6 During the past 4 weeks, how much did your physical health or emotional problems limit your usual social
activities with family or friends? Please fill in one circle.

Could not do
Not at all Very little Somewhat Quite a lot social activities
o} 0 o} ) 0O

7 During the past 4 weeks, how much have you been bothered by emotional problems (such as feeling
anxious, depressed or irritable)? Please fill in one circle.

Not at all Slightly Moderately Quite a lot Extremely
0] 0 0] 0 0]

8 During the past 4 weeks, how much did personal or emotional problems keep you from doing your usual
work, studies, or other daily activities? Please fill in one circle.

Could not do
Not at all Very little Somewhat Quite a lot daily activities
o} @) 0o @) O
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9 In the last 12 months, have you thought that you might have any of these conditions? Please fill in one
circle for each condition.
Not  Not relevant as | already

Yes No sure had this condition

Allergies O O O O
Blood in the stool (or bowel cancer

or bowel disorders or bowel polyps) O o o o

Chlamydia O @] @] O

High cholesterol O 0 o] O

Diabetes (or high glucose or sugar in the blood or urine)  Q (@) (0] (0]

HIV (orAIDS) O o) 0] )

Kidney disorders (or kidney damage or kidney failure) O (@] 0] 0]

Low blood count (or anaemia) QO @) (@] (@]

Menopause (or high follicle stimulating hormone 10 0O 0 0
levels or high FSH levels or falling fertility)

Urine infection (or cystitis or bladder infection) O O O O

Vaginal infection (or vaginal discharge) QO B @] @]

101n the last 12 months, have you had a test done by a doctor or nurse to see if you had any of these
conditions? Please fill in one circle for each condition.
Not  Not relevant as | already

Yes No sure had this condition

Allergies O (0] 0 0O
Blood in the stool (or bowel cancer

or bowel disorders or bowel polyps) O O O O

Chlamydia O 0 0] 0O

High cholesterol O 0] 0 0

Diabetes (or high glucose or sugar in the blood or urine) QO O 0] O

HIV (orAIDS) O @] 0] 0O

Kidney disorders (or kidney damage or kidney failure) 0] (@] (0] O

Low blood count (or anaemia) QO O (0] (@]

Menopause (or high follicle stimulating hormone o o 0o 0
levels or high FSH levels or falling fertility)

Urine infection (or cystitis or bladder infection) QO (0] (0] (@]

Vaginal infection (or vaginal discharge) O (@] (@] 0]
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11 How often do you think about things that you might do to keep yourself healthy or improve your health?
Please fill in one circle.

0] Every day O Less than once a week but at least once a month
0] Every two or three days O Less than once a month
(@] About once a week (@] Never or almost never

12 How often do you think about illnesses that you might get in the future? Please fill in one circle.

O Every day O Less than once a week but at least once a month
0] Every two or three days (0] Less than once a month
(@] About once a week (@] Never or almost never

SECTION 7: This section asks about your views and experiences of healthcare.

1 How do you feel about health checks and medical tests? Please fill in one circle in each row.

Strongly Neither agree Strongly
agree Agree nordisagree Disagree disagree
Medical tests are reassuring O O @] @] (]
| am curious about my health (@] (@] (@] @) (0]
| like the idea of routine health checks @] (@] @] (@] 0]
Medical tests make me anxious (@] (@] ) @] (0]

2 How do you feel about visiting your GP (or family doctor)? Please fill in one circle in each row.

Strongly Neither agree Strongly

agree Agree nordisagree Disagree disagree
"\ radsomesymptoms © O O 0 0O
baelabstime iR amen 2 2 NGOG
W imfonehneamy @ © 8 @ 0
symptoms tII1;O\:rj‘ledreo:gvgroetgrtm;;cl;grsifelrigig © o o O 0
usiyavattohedodr © O O O O
sl e S ZE e
doctor for arounecheckuy © O O O 0
M yanddoatestflasearort © O O 0 0
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3 How easy or difficult do you find it to get an appointment at your GP surgery as soon as you would like?
Please fill in one circle.

Neither easy Never had an
Very easy Fairly easy nor difficult Fairly difficult Very difficult appointment
0 ) 0 0 0 0

4 How easy or difficult do you find it to get an appointment at your GP surgery at a time that suits you? Please
fill in one circle.

Neither easy Never had an
Very easy Fairly easy nor difficult Fairly difficult Very difficult appointment
@) O @] @] 0 8]

5 How easy or difficult do you find it to travel to your GP surgery? Please fill in one circle.

Neither easy Never had an
Very easy Fairly easy nor difficult Fairly difficult Very difficult appointment
0] @) 0] @) 0] 0]

6 How do you rate these aspects of the consultations that you have had with your GP (or family doctor) in the
past? Please fill in one circle in each row.

Very Very Don't

good Good Fair Poor poor know

How thoroughly the doctor asks about
your symptoms and how you are feeling O O O O 0 0

How well the doctor listens to what you have to say

How well the doctor puts you at ease
during your physical examination

How much the doctor involves you in decisions about your care

How well the doctor explains your
problems or any treatment that you need

The amount of time the doctor spends with you

The doctor’s patience with your questions or worries

(@) Bolll (@) Wol (@) Nl &
O @ @Y O FeN O FE
Gf © RGN O N O RE
@8 © f@N O FE@8 O FE
@8 O F@N O BN O FE
G O ey O FeON O §e

The doctor's caring and concern for you

7 Overall, how satisfied are you with the healthcare that you have had in the past? Please fill in one circle.

Neither satisfied
Very satisfied Satisfied nor dissatisfied Dissatisfied Very dissatisfied
0] 9] @) 0] 0]

8 Overall, how satisfied are you with the healthcare that your family or close friends have had in the past?
Please fill in one circle.

Neither satisfied
Very satisfied Satisfied nor dissatisfied Dissatisfied Very dissatisfied
) ) 0 (@) (@)
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SECTION 8: This section asks about your beliefs about health.

Please read each statement and fill in the one circle that represents the extent to which you agree or
disagree with that statement. Please try and give an answer for every statement. This is a measure of your

personal beliefs: there are no right or wrong answers.

Strongly Moderately Slightly

agree agree

If you don't have your health, 0 0
you don't have anything

There are many things | care
about more than my health

Good health is of only minor
importance in a happy life

There is nothing more
important than good health

If | getill, it is my own behaviour which
determines how soon | get well again

No matter what | do, if | am
going to getill, | will getill

Having regular contact with my doctor
is the best way for me to avoid illness

Most things that affect my health
happen to me by accident

rl oAmet faml wmll | el
T GONLICE Wen, « SNGUG

WWhamaus
CIHITVS
a medically trained professional

consult

| am in control of my health

My family has a lot to do with my
becoming ill or staying healthy

When | getill, | am to blame

Luck plays a big part in determining
how soon | will recover from an illness

Health professionals control my health

My good health is largely
a matter of good fortune

The main thing which affects
my health is what | myself do

O F@N O el O el O el O NN © FHeN © NeN O NE
O RON C O O FeN O el O HONM © FON O FEeN O EE

If | take care of myself, | can avoid illness

Whenever | recover from an iliness,

it's usually because other people (for
example doctors, nurses, family, friends)
have been taking good care of me

@]
o

No matter what | do, I'm likely to get ill
If it's meant to be, | will stay healthy

If | take the right actions, | can stay healthy

@8 © &) ©
Q8 © RON O

Regarding my health, | can only
do what my doctor tells me to do

agree

(@)

O FG@N O @1 O FON O Rl © NN © NHeN © NMeN © Ne

O

@8 © @Y @

Slightly Moderately Strongly
disagree disagree disagree

@)

O e O FEN O FeN O el O BN O FaN O NN O EE

@]

@ O |© O

(0]

@ F@) O @l © fel O el O NN © NEN © HeN O NE

@]

@8 O & O

)

O RO © O3 O EoN O el O BOM © EON © NEN © HE

@]

O @ o
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SECTION 9: May we contact you again?

In the future, we may send out another questionnaire about self-testing. Would you be willing to receive
another questionnaire? Please fill in one circle. We would only contact some of the people who said yes.

SECTION 10: Please add any other comments you would like to make about self-tests in the space
provided below.

Thank you for your time.

Please return this questionnaire in the PREPAID envelope provided.

If you have any questions about the study, please contact
Angela Ryan at the University of Birmingham on 0121 415 8015.
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Appendix 28: Covering letter for pilot of in-depth questionnaire

Contact:  Angela Ryan
Telephone: 0121 415 8015
Fax: 0121414 6571
Email:  a.v.ryan@bham.ac.uk

«Title» «Prefer» «Surname»
«Expri»

«Expr2»

«Expr3» «Exprd»

Use of medical self-tests by members of the public
11 June 2010

Dear «Title» «Surnameny,

You may remember that you kindly completed a questionnaire and took part in an interview about
“self-testing” last year. Self-testing is where a member of the public, like yourself, buys a test to
see if they may have a condition or disease without involving a doctor, nurse or other health
professional, similar to a home pregnancy test.

One of the aims of the interviews was to help us design a questionnaire to look at why people use
self-tests. Using the information that you and others provided, we have drafted the enclosed
questionnaire. We would now like to ask for your help to test this questionnaire.

We hope to send a different version of the questionnaire to groups of people who have and have
not used self-tests to find out more about why people use them. Before we do that though, we
would like to make sure that the questionnaire is understandable and easy to complete.

We would like to ask if you would try completing the questionnaire and then fill in the
attached reply slip to tell us how you found this. As with the first questionnaire and the
interview, any information that you provide will be confidential and only seen by the research
team, but please leave out any questions that you feel unhappy about answering.

Please return the completed questionnaire and reply slip to the University in the enclosed
PREPAID envelope. No stamp is needed. If you do not wish to complete and comment on the
questionnaire, you can let us know by sending back the blank questionnaire and reply slip in the
PREPAID envelope, and we will not contact you again.

Please contact me on 0121 415 8015 if you have questions or concerns, and thank you once
again for your time and consideration in helping with this research. Even if you decide not to
complete and comment on the questionnaire, your input so far has been very valuable.

Yours sincerely,

Dr Angela Ryan
Clinical research fellow
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Appendix 29: Reply slip for pilot of in-depth questionnaire

Contact:  Angela Ryan
Telephone: 0121 415 8015
Fax: 0121414 6571
Email:  a.v.ryan@bham.ac.uk

REPLY SLIP

Questionnaire about the use of medical self-tests by members of the public

1 How long did it take you to complete the questionnaire? Please fill in one circle.

O Less than 15 minutes O More than 30 minutes but less than an hour
O About 20 minutes O More than an hour

0] About 25 minutes O I didn’t finish it

O About 30 minutes

2 OQverall, how easy or difficult did you find it to complete the questionnaire? Please fill in one circle.

Neither difficult
Very difficult Fairly difficult nor easy Fairly easy Very easy
O @] 0] @] 0]

3 Did you find any particular questions difficult to complete? Please fill in one circle.

Y
O es If YES, please tell us why you found the question(s) difficult to complete in the

space provided on the other side of this reply slip.

(@) No

4 Do you have any other comments to help us improve the questionnaire? Please write any other
comments in the space provided on the other side of this reply slip.

Thank you for your time.
Please return the completed questionnaire and reply slip in the PREPAID envelope.
No stamp is needed.
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Appendix 30: Covering letter for in-depth questionnaire

Contact:  Angela Ryan UN l VE RS ITYOF

Telephone: 0121 4158015

Fax: 0121414 6571 BIRMINGHAM

Email:  a.v.ryan@bham.ac.uk
School of Medicine

Division of Primary Care,
Public and Occupational Health

Department of Primary Care
and General Practice

Head of Department

«Title» «First_initial» «Surname» Professor of Primary Care
«Address1» and General Practice
«Address2» Richard Hobbs FRCGP
«Address3»

«Address4»

«Address5» «Postcode»
Study number «Study_numberx

3 March 2008

Dear «Title» «Surnamey,
Use of medical self-tests by members of the public

You kindly completed a questionnaire about “self-testing” and returned it to the Department of Primary
Care at the University of Birmingham a few weeks ago. You said on your questionnaire that you may be
willing to complete a more detailed questionnaire.

We would like to ask if you would complete the enclosed more detailed questionnaire and return
it to the University in the enclosed PREPAID envelope. No stamp is needed.

We want to understand why people use self-tests so that we can advise health services about how to
better care for them. This questionnaire will help by telling us about people’s views and experiences of
self-tests, health and healthcare. We are asking people who have used self-tests and people who have
not done so to complete this questionnaire so that we can compare their views and experiences. Your
response is important to us whether or not you have ever used a self-test.

It should only take about 20 minutes to complete the questionnaire. Most of the questions just ask you
to mark one of the answers. As with the first questionnaire, any information that you provide will be
confidential and only seen by the research team, but please leave out any question that you feel
unhappy about answering. During the study, your contact details will be kept on a secure database at
the University in accordance with the Data Protection Act 1998. They will then be deleted.

Please return the completed questionnaire to the University in the enclosed PREPAID envelope.
No stamp is needed. If you do not wish to complete the questionnaire, you can let us know by sending
back the blank questionnaire in the PREPAID envelope, and we will not contact you again.

Please contact me on 0121 415 8015 if you have questions or concerns about the study. Thank you for
your time and consideration in helping with this research. Even if you decide not to complete the
questionnaire, your input so far has been very valuable.

Yours sincerely,

Dr Angela Ryan
Clinical research fellow

Screening Team Primary Care Clinical Sciences Building University of Birmingham
Edgbaston Birmingham B152TT United Kingdom
www.pcpoh.bham.ac.uk/primarycare

A79



Appendix 31: Reminder letter for in-depth questionnaire

Contact:  Angela Ryan U N I V E RS IT\/OF

Telephone: 0121 415 8015

Fax: 0121414 6571 BIRMINGHAM

Email:  a.v.ryan@bham.ac.uk
School of Medicine

Division of Primary Care,
Public and Occupational Health

Department of Primary Care
and General Practice

Head of Department

«Title» «First_initial» «Surname» Professor of Primary Care
«Address1» and General Practice
«Address2» Richard Hobbs FRCGP
«Address3»

«Address4»

«Address5» «Postcode»
Study number «Study_number»

28 March 2008

Dear «Title» «Surnamey,
Use of medical self-tests by members of the public

You kindly completed a short questionnaire about “self-testing” and returned it to the University of
Birmingham several weeks ago. You said on your questionnaire that you may be willing to complete a
more detailed questionnaire.

You may remember receiving a letter from me about this more detailed questionnaire. We would like to
ask again if you would consider completing it. Another copy of the questionnaire is enclosed, and
we would be very grateful if you would complete it and return it to the University in the enclosed
PREPAID envelope. No stamp is needed. Please disregard this letter if it has crossed in the post with
your returned questionnaire.

We want to understand why some people use self-tests so that we can advise health services about
how to better care for them. This questionnaire will help by telling us about people’s views and
experiences of self-tests, health and healthcare. We are asking people who have used self-tests and
people who have not done so to complete this questionnaire so that we can compare their views and
experiences. Your response is important to us whether or not you have ever used a self-test.

It should only take about 20 minutes to complete the questionnaire. Most of the questions just ask you
to mark one of the answers. As with the first questionnaire, any information that you provide will be
confidential and only seen by the research team, but please leave out any question that you feel
unhappy about answering. During the study, your contact details will be kept on a secure database at
the University in accordance with the Data Protection Act 1998. They will then be deleted.

Please return the completed questionnaire to the University in the enclosed PREPAID envelope.
No stamp is needed. If you do not wish to complete the questionnaire, you can let us know by sending
back the blank questionnaire in the PREPAID envelope, and we will not contact you again.

Please contact me on 0121 415 8015 if you have questions or concerns about the study. Thank you for
your time and consideration in helping with this research. Even if you decide not to complete the
questionnaire, your input so far has been very valuable.

Yours sincerely,

Dr Angela Ryan
Clinical research fellow

Screening Team Primary Care Clinical Sciences Building University of Birmingham
Edgbaston Birmingham B152TT United Kingdom
www.pcpoh.bham.ac.uk/primarycare
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Appendix 32: Eligible studies from the systematic literature review about complementary and alternative therapy (CAM)

Year Design Population Period Exposure Denominator Numerator (response rate) Results [a] Quality
2002 Questionnaire People from 1999 Used at least 800 432 (54%) completed Descriptive analysis: 6.0
[38] survey register of eligible one type of questionnaires »  67% of people who gave details of CAM use were women and
to vote CAM distributed highest proportion (46%) aged 30-49
2001 Questionnaire  Adults from health 1998 Visited CAM 5010 2853 returned but 107 blank Unadjusted chi? analysis: 7.5
[106]  survey authority practitionerin  questionnaires and 78 completed by wrong . More likely in women (12.5%, 10.7-14.3) than men (8.8%, 7.3-
populations last 12 months  distributed person 10.3) (p<0.01)
269 ) 59% (?669/4556) response . Significant difference by age (p<0.001): 11.0% 18-44 (9.3-12.8),
undelivered, rate given 12.9% 45-64 (10.6-15.2), 9.6% 65-74 (6.1-13.0), 4.2%>75 (1.5 to
leaving 4741 6.5)
Descriptive analysis:
. Usually for musculoskeletal problems (71%) and paid for by
patients (79%)
2003 Questionnaire Patients attending 2000 Use of CAM 1987 received 1523 responded Descriptive analysis: 6.5
& survey practices selected therapies or questionnaires 348 incomplete = NHS prescription or referral for only 13% who had used CAM in
[21(392 to represent range remedies OR Leaves 1175 but 1174 the last month
153] of dgprlyatlor) and 2032 analysed Chi® analysis (unclear if adjusted or not):
rurality, list size, ti . o o X
and CAM questionnaires QR . Use (unclear if lifetime or concurr.ent) fell with increasing age
provision g;strlbuted and 4498 responses received (p<0.005), lower educational attainment (p<0.005) and lower
Undelivered but 24 ineligible, leaving household income (p<0.005)
leaving 2000 1174 . Use more likely in women than men (p<0.005)

59% response rate quoted
in both papers

Logistic regression analysis including factors significant in univariate
analysis (education excluded as missing data):

. Lifetime use more likely:
- Female (odds ratio (OR) 1.6, 1.19-2.17)

- All age groups relative to 270 (e.g. OR 3.6 for 30-49, 2.40-
5.34)

- CAM provided by GP relative to not (OR 1.5, 1.07-2.04)

- OTC use in past month relative to not (e.g. OR 4.8 for 1-2,
3.40-6.73)

. Concurrent use more likely:

- OTC use in past month relative to not (e.g. OR 5.7 for 1-2,
4.14-7.72)

- 30-49 (OR 1.9, 1.22-2.86) and 50-69 (OR 1.8, 1.20-2.74)
relative to 2 70

[a] This table only shows results that are significant or reported as key findings rather than the results of all variables tested in analyses.
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Year Design Population Period Exposure Denominator Numerator (response rate) Results [a] Quality
2002 Questionnaire Medical students 1999 Used CAM 211 students 150 (71%) returned Unadjusted analysis: 7.5
[148] survey 143 completed all questions = More likely to have used CAM if family member already used it
(p<0.001)
2002 Questionnaire Patients aged Not Used CAM 400 144 (36%) completed. Descriptive and qualitative analysis: 4.5
& and interview  over 60 of CAM given questionnaires 20 interviews but no . Reasons for adoption:
2003 survey practitioners distributed response rate given - Most often (36%) introduced by friend
[149& taking part in . -
150] separate survey - Inadequacies of orthodox medicine (OM) e.g. rushed
appointments, over reliance on drugs and their side effects,
waiting times, clinicians’ lack of care and attention and lack
of success in solving health problems
- Attractions of CAM e.g. individual, holistic, natural,
convenient, more sensitivity, interest and time from therapist
2002 Questionnaire  Adults aged 1997 Consulted CAM 14868 8889 eligible people Regression analysis with age, sex, social class, chronic iliness type, 8.5
& survey 18-64 registered practitioner in questionnaires completed questionnaires GP visits:
2004 with general past 3 months  distributed 64% response rate quoted  *=  Predictors of visiting CAM practitioner:
[151& practices OR after adjustment for returns

152]

Consulted
osteopath/
chiropractor or
physiotherapist
past 3 months

from inappropriate or
deceased addressees

- Long-standing illness (OR 2.07, 1.73-2.49)

- Non-manual social class (OR 2.00, 1.63-2.45)
- Being female (OR 1.60, 1.33-1.92)

- High GP use (OR 1.32, 1.09-1.58)

Regression analysis adjusted for back pain, age, sex and social class:

. Predictors of osteopathic/chiropractic consultation: back pain
(OR 5.11, 4.05-6.44), non-manual social class (OR 2.10, 1.58-
2.78), non-smoker (OR 1.50, 1.12-2.03), >30 minutes exercise
per week (OR 1.48, 1.16-1.90), being female (OR 1.26, 1.00-
1.60), age (p=0.013, 34-49 most likely to consult)

. Predictors of physiotherapist consultation: back pain (OR 2.73,
2.15-3.48), non-manual social class (OR 1.76, 1.35-2.29), wants
to take more exercise (OR 1.55, 1.15-2.08)

Additionally in univariate chi® analyses:

. Predictors of osteopathic/chiropractic consultation: drinks alcohol
relative to not (p=0.016), wants input to NHS decisions
(p<0.001), worries about global environment (p=0.002), wants to
do more exercise (p=0.005)

. Predictors of physiotherapist consultation were: signed
healthcare petition (p=0.047), wants input to NHS decisions
(p=0.005), worries about global environment (p=0.025)
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Year Design Population Period Exposure Denominator Numerator (response rate) Results [a] Quality
2006 Questionnaire Patients seeing 2002 Consulting Not given 638 (33%) of acupuncturists Descriptive analysis 6.0
[154] survey acupuncturists acupuncturist agreed to participate . 74% female (p<0.001) compared with 51% female in 2001
9408 questionnaires Census
completed but noresponse . Relatively higher proportions in 35-64 age range than 2001
rate given Census
. Only 10% advised to consult by NHS professional: most common
pathways were self-referral (40%) or friend’s or relative’s
recommendation (34%)
2001 Questionnaire Patients aged 40- 1994 Patients taking 3606 1695 responded (64% Regression analysis adjusted for age, sex, ethnic group and social 7.5
[155&  survey 59 years to alternative invitations response rate given) class:
232 registered with 1996 medicines not  distributed 117 excluded, but 1577 in . Use more likely in:
GPs gref"”bed bya 952 analyses - Black African than South Asians (OR 1.66, 1.07-2.59) or
octor und(_allvered, people of white ethnic origin (OR 1.78, 1.07-2.94)
leaving 2654 - Females (OR 2.09, 1.45-3.00)
. Use less likely in social class IV & V (OR 0.53, 0.31-0.90) than |
&l
2005 Interview study Adults visiting Not Recentuse of, Not given 11 interviews but no Qualitative analysis: 7.5
[156] CAM practices given and response rate given . Main themes:
(C:;(?Anlc/lmltment to - Initially got CAM to address specific problems
- Dissatisfaction with OM
- Holistic approach of CAM
- CAM as natural and traditional
- Side effects of OM
- Limited effectiveness of OM
- Empowering emphasis on one’s own healing capacity
2004 Questionnaire Patients treated at Not Patient at clinic 327 237 (72%) returned Descriptive analysis 6.0
[157] and qualitative NHS CAM clinic given questionnaires 869, recorded qualitative . Most were female (71%)

survey

distributed statements

. Highest proportion (=30%) treated in study period were 35-44
Qualitative analysis

. OM was not working for some patients and/or they wanted to
reduce it’s risks

. Symptom relief was the dominant theme and patients wanted to
find ways to cope with their chronic problems

. Patients expressed a desire for a holistic approach
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Year Design Population Period Exposure Denominator Numerator (response rate) Results [a] Quality

1993 Questionnaire Patients Not  Tried 372 233 (63%) completed Unadjusted descriptive analysis: 5.0
[158]  and interview  registered with given alternative questionnaires 20 interviews with registered =  46% of women and 34% of men had used alternative medicine
survey general practice medicine in distributed patients known to be users . Peak use at 45

past 10 years of alternative treatments but

. 69% of users (49% non-users) had seen GP with severe or
no response rate given

chronic condition

Log linear analysis:

. Lower GP attendance rate among non-users than users
(G*=46.67, 2 df)

Interview analysis:

. OM entails greater risk than mobilising body’s natural healing
ability

. Therapist’s time and attention most valued aspect

. Widely accepted that NHS cannot give same attention

2006 Questionnaire Students at 2004 CAM use 447 students 264 (59%) completed Unadjusted chi? analysis: 5.5
[159]  and interview London School of approached »  CAM not part of tradition of white students (not significant as
survey Pharmacy small numbers)
1996 Case note Treated during 1992 Being treated 146 94 (64%) responded Descriptive analysis: 6.0
[160]  review survey period by practitioner  practitioners 62 willing but only 24 *  69% female and 31% male with median age of 45 and 46
on the register  approached eligible, 6 withdrew and one . 8% of 552 with duration recorded had symptoms for > one year
of traditional excluded, leaving 17 with 77% of . . .
Chinese . ) o of 492 with occupation recorded considered to have
714 active patients di ble i
medicine isposable income
. 79% of 323 with referral recorded were referred via personal
recommendation
1994  Questionnaire Patients visiting Not  Attended 200 160 included: 80 from Unclear if analysis adjusted or not: 4.5
1611 survey GP or alternative ~ given alternative questionnaires alternative therapy clinics, «  Alternative therapy patients more likely than health centre
practitioner therapy clinic or distributed to  and 80 from health centres patients to:
health centre  health centres 489 response rate quoted - Disagree that only need to see alternative practitioner when
200 with no difference between ill (p<0.001)

questionnaires health centres and
distributed to  alternative therapy clinics
alternative

therapy clinics

- Disagree that treatment should concentrate on symptoms
rather than the whole person (p<0.001)

- Be more health conscious and aware (p<0.01 for 10 of 14
questions).

- Have higher knowledge score (p<0.001)

- Have lower general threat to health (diseases not
controllable by anyone) score (p<0.001)

- Have lower provider control (doctor can control health)
score (p<0.001)

Table continued on next page
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Year Design Population Period Exposure Denominator Numerator (response rate) Results [a] Quality
2000 Questionnaire Recruited from Not  How many Not given 159 participants, 80 from Regression analysis including sex, smoker, religious, vegetarian, 4.5
[162] survey university panel given complementary market research agency health, attitudes to medicine, heard of ways of telling future, tried ways
and by market therapies 98% response rate quoted  Of telling future, think ways of telling future works, think ways of telling
research agency people had future effective:
tried . Number of complementary therapies tried predicted by number of
ways of predicting the future they had tried (p < 0.001)
2000 Questionnaire  Adults using 1999 Used CAMin Not given 1204 interviewed but no Descriptive analysis 6.0
163]  survey random-digit previous year response rate given «  Use of in past year higher in:
;eslepzhrtog?rilgmgg - Females (24%) than males (17%)
weekly Omnibus - 35-64 years (26%) than 25-34 (20%) or 65+ (11%)
survey - Social class AB (25%) than C1 (23%), C2 (19%) or DE
(16%)
- People who were working (23%) than who were not working
(17%)
- Most commonly (25%) because it helps or relieves the
illness or condition
1995 Questionnaire Patients at Not  Atacupuncture 200 187 completed: One way analysis of variance: 7.5
[1641  survey outpatients, GP given or shiatsu clinic - questionnaires 31 from GP surgeries (47% =  Compared to OM only group, CAM group more likely to be:
surgeries, and (CAM) distributed at  response rate quoted) female (p<0.05), younger (p<0.01), more left wing (p<0.01),
acupuncture and At GP surgery ~ acupuncture 69 from acupuncture (67% higher occupational status (p<0.05), less religious (p<0.01)
shiatsu clinics or outpatients alr.]d. shlatzuGP response rate quoted) and  One way analysis of variance adjusted for age, sex, political beliefs,
and had never ngjrr"Cesrizz shiatsu clinics (58% occupational status and religion:
seent.EAM 1009 response rates quoted) = Compared to OM only group, CAM group believed these factors
p(g?\z' |o|ner " . 87 from outpatients (no were more important: psychological (p<0.05), environmental
( only) gp(:s_t;ozmdalr:es response rate given) (p<0.05), emotional well-being (p<0.05), self-medication
Istributed a (p<0.01), medical treatment (p<0.01)
outpatients
2003 Questionnaire Outpatients atthe 1997 Three 786 eligible: 506 returned but 7 more Descriptive analysis 6.5
165  survey Royal London consultations 245 missed, excluded = Most were female (81%) and white (81%)
:omgf)pl)athlc g'd FOt 3ttend, 93% response rate given «  Most (79%) had asked GP for referral
ospita eclined or
P excluded . Most frequent reason for seeking CAM (304 of 493) was that
541 other treatment had not helped
questionnaires
distributed
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Year Design Population Period Exposure Denominator Numerator (response rate) Results [a] Quality
1996 Questionnaire Patients waiting Not  Attended Royal Not given 268 patients: 87 Unadjusted descriptive analysis: 6.0
[166]  survey for treatment given  Homeopathic homeopathy, 92 »  Females: 60% osteopathy, 81% homeopathy, 84% acupuncture
Hospital, acupuncture, and 89 . Reason for treatment with mean rating 24 out of 5 in all groups:
acupuncture osteopathy . .
centre, or 78% average response rate - OM ineffective for problem.
British School for three groups quoted - CAM would be more effective
of Osteopathy - CAM allows active role
- Value emphasis on whole person
- Relaxed after CAM
- Practitioner’s explanation makes sense
2004 Questionnaire Adult respondents 2001 Used 2761 eligible 1794 (65%) respondents Unadjusted descriptive analysis: 7.5
(1671 survey to Omnibus practitionerto  addresses «  52% not told GPs of visits to CAM practitioners
survey re"‘i';’; CAMﬂ:” +  Used less in north (4.3%, 2.8-6.5) than England (10.0%, 8.6-11.7)
pas montns . Proportions using CAM varied with age (p = 0.012): highest
(14%) 45-54
. Use more likely if:
- Income 2£15.6k (14.4%, 11.6-17.7) than less (7.8%, 6.4-9.5)
- Non-manual (14.1%, 12.0-16.4) than manual social class
(4.9%, 3.6-6.8)
- Full-time education to = 19 (19.7%, 15.9-24.1) than < 19
(7.7%, 6.4-9.3)
1995 Questionnaire Patients attending Not  Attended Royal Not given 256 patients: 76 One way analysis of variance: 6.0
(168 survey CAM and OM given Homeopathic homeopathy, 57 = Significant differences between groups (p<0.05) with GP patients:

practitioners

Hospital,
acupuncture
centre, British
School of
Osteopathy, or
general
practice

acupuncture, 65 osteopathy,
and 58 general practice
Response rate of 60% given
for general practice patients
and over 70% for other
groups

least likely to be consulting another practitioner, oldest, shortest
iliness, least likely to have had serious illness in last 5 years, least
likely to have chronic illness
. Significant differences between groups (p<0.001) with GP
patients least agreeing, although all agreed, that CAM
practitioners are more sympathetic and sensitive, better at
explaining, and have more time to listen
Analysis of covariance adjusted for age, number of children, significant
medical history variables:
. GP patients have least healthy lifestyles (p<0.05) and place least
importance on a healthy mind (p<0.05)
. Significant differences between groups (p<0.05) with GP patients:
- Most satisfied with GPs, confident about prescribed drugs,
faith in medical science, support for science
- Least likely to read about health or be concerned about
medicine’s harmful effects or global environment
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Year Design Population Period Exposure Denominator Numerator (response rate) Results [a] Quality
1993 Questionnaire Patients Not Being a patient 100 160 included: Unadjusted analysis: 7.0
(1691 survey visiting general given questionnaires 80 completed by = Homeopathy patients more likely to be older (mainly 41-50
practice, distributed to  homeopathic patients compared to 31-40, p<0.05) and have higher incomes (p<0.05)
arolr?noe);alathic eachsetting g completed by general than GP patients
HospitaFI) p_ractice patients but last 10  Multivariate analysis of covariance adjusted for age and income:
discarded »  Homeopathy more likely than GP patients to:
- Believe they will get asthma (p<0.001)
- Believe they will get sleeplessness (p<0.05)
- Believe good diet (p<0.05), relaxation (p<0.001), sleeping
(p<0.01), meditation (p<0.001), less drinking (p<0.01), less
smoking (p<0.05), less stress (p<0.001) prevents illness
- Believe in treating whole person (p<0.001)
- Believe that body can heal itself (p<0.01)
- Have tried acupuncture (p<0.001) or osteopathy (p<0.001)
- Be dissatisfied with OM (p<0.001)
- Think they will live longer (p<0.05)
- Have higher Langner mental health scores (p<0.001)
- Believe they have greater self-control over health (p<0.05)
. Homeopathy less likely than GP patients to:
- Like to leave their health in others’ hands (p<0.01)
- Be satisfied with last visit to practitioner (p<0.001)
- Notice TV or radio health recommendations (p unclear)
1997 Questionnaire New patients of 1994 Consulted 68 CAM 254 initial questionnaires Descriptive analysis 5.5
170 survey CAM practitioner, to  practitioner patients completed: 46 . 73% of CAM patients and 50% of GP patients had symptoms for
or GP patients 1995 659 GP complementary practitioner > 12 weeks
mg:j{gffg”;z;gr 222?233;& ?3(11 fo(:i)\f-zp questionnaires chi analysis:. . "
leaving 218 ’ completed: 34 CAM . CAM. patients m(?re likely to have had longer education (p=0.003)
practitioner and 157 GP Mann-Whitney analysis:
. CAM patients have lower bodily pain scores (p=0.013)
1995 Questionnaire Patients attending Not  Attended Royal Not given 216 patients: 73 One-way analysis of variance: 7.0

[71]

survey

CAM and OM
practitioners

given
Hospital,

acupuncture
centre, British

School of

Osteopathy, or

general
practice

Homeopathic

homeopathy, 47

acupuncture, 46 osteopathy,

50 general practice

60% initial response rate
given with no difference

between groups

. Significant difference between groups for length of iliness
(p<0.005): GP patients had shortest iliness
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Year Design Population Period Exposure Denominator Numerator (response rate) Results [a] Quality

1996 Questionnaire Random sample 1993 Used CAM 500 341 (70%) completed Descriptive analysis: 7.0
721 survey of residents on a questionnaires = Most often (58%) chosen because of friend’s or colleague’s
population health distributed recommendation
register 10 »  Next highest proportion (28%) indicated that a doctor or health
undelivered, professional had either referred them or recommended CAM
leaving 490
2000 Questionnaire Recruited from Not  Ever tried CAM Not given 430 participants, 70% from  Regression analyses adjusted for number of therapies heard of, and 6.0
[233] survey university panel given market research agency used, sex, age, religious/political beliefs, history of serious illness,
and by market Response rates given as comparative/current health:
research agency 95% for market research . Less well disposed to homeopathy if tried fewer therapies
agency and 92% for (p<0.05)
university panel = More well disposed to homeopathy if tried more therapies
(p<0.01)
2001 Questionnaire People Not Homeopathy 500 343 (69%) returned Regression analysis including sex, intention to use homeopathy, 7.0
[234] survey approached at given use assessed  questionnaires 139 contacted at 4 weeks perceived behavioural control, self-efficacy, prior use of homeopathy:
various locations at 4 weeks distributed »  Use associated with past use (p<0.01) and intention to use
(p<0.001).
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Appendix 33: Eligible studies from the systematic literature review about over-the-counter (OTC) medicine

Year Design Population Period Exposure Denominator Numerator (response rate) Results [a] Quality
2005 Questionnaire Adults 35 yearsor 2000 Purchased 10000 6322 (67%) completed Unadjusted chi? analysis: 8.5
[21385;3‘ survey older on health OTC medicine  questionnaires +  Less likely among people <60 who were exempt from charges
authority register in previous distributed than those who would have to pay (OR 0.75, 0.6-0.9)
month 9469 excluding Regression analysis adjusted for age, sex, social class, health,
deaths and exercise, smoking, perceived vascular risk:
departures . More likely:
- Female (OR 1.86, 1.66-2.08)
- Poor (e.g. OR 1.78, 1.32-2.41) and fair or good than
excellent health
- Perceive vascular risk than no risk (OR 1.21, 1.06-1.39)
- Collecting prescription medicine (OR 2.02, 1.79-2.28)
. Less likely:
- All ages than 35-44 (e.g. OR for 65-74 0.47, 0.39-0.57)
- Intermediate or routine/manual (e.g. OR 0.77, 0.67-0.88)
than professional/managerial occupation
2001 Questionnaire Adults from health 1998 Purchased 5010 2853 returned but 107 blank Unadjusted chi? analysis: 7.5
[106] survey authority CAM OTC in questionnaires and 78 completed by wrong . More likely in women (32.6%, 30.0-35.1) than men (12.0%, 10.2-
populations past 12 months distributed person 13.8) (p<0.001)
269 59% (2669/4556) response . Significant difference by age (p<0.001): 23.5% 18-44 (21.1-25.9),
undelivered,  rate given 24.6% 45-64 (21.6-27.5), 16.8% 65-74 (12.4-21.2), 15.5% > 75
leaving 4741 (10.9-20.2)
1996 Questionnaire Adults = 65 at 1993 & Purchased Not given for 515 completed Unadjusted descriptive analysis: 4.0
1731 survey community 1994 non- pharmacies or  Response rate not given for =  Most common reason (about 19%) that symptoms not severe
pharmacies in prescription patients pharmacies or patients enough for doctor
Northern Ireland drugs
2004 Questionnaire People attending 1999 Used non- General 427 (93%) completed pre- Stepwise regression analysis including age, sex, deprivation, 7.0
[174] survey general practices prescription practices consultation questionnaire prescription charges, used prescribed medicine in last seven days,
medicine in purposively 305 completed pre- and and practice:
last 7 days chosen post-consultation = Use more likely in < 60 than > 60 (OR 1.85, 1.13-3.02)
461 eligible  questionnaires (71% Additionally in univariate chi® analysis:
patients response rate given) . Use more likely in not than exempt from charges (OR 1.71, 1.07-
approached 2.73)
. Use less likely in least than most affluent group (OR 0.28, 0.09-
0.90)

[a] This table only shows results that are significant or reported as key findings rather than the results of all variables tested in analyses.
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Year Design Population Period Exposure Denominator Numerator (response rate) Results [a] Quality
2005 Questionnaire Members of the 2002 Purchased Not given 1000 participated (response  Unadjusted chi’ analysis: 6.0
(178 survey public in shopping non- rate not given) »  More likely to buy weekly or monthly than less often if:
centres &rgjg:ﬁggn - Female (36%) than male (27%) (p<0.05)
- <60 (36%) than >60 (21%) (p<0.001)
- Pays for prescriptions compared with exempt (p<0.05)
1997 Questionnaire Customers at 1996 Bought H2 311 679 (23%) returned Regression analysis including 18 (of initial 23) significant (p < 0.05) 4.5
[176] survey pharmacies antagonists for pharmacies 628 eligible variables from chi-squared analysis (no significance levels given for
dyspepsia, 3000 regression analysis):
aciclovir cream  questionnaires = Top predictors of OTC purchase:
for cold sores,  (istributed _ Preference
imidazoles for _
thrush, nasal - Knowledge of availability
spray for hay - Liability for prescription charge
fever, or got - Not taking prescription medicine
them on private
prescription
2005 Questionnaire Adults on electoral 2002 Used OTC 3000 1501 (55%) completed Stepwise regression analysis with significant factors from chi? 9.5
17 survey roll analgesics in questionnaires analysis:
last two weeks  distributed . Predictors of use:
292 people - <60 relative to 260 (odds ratio (OR) 1.52, 1.05-2.20)
had died, - Female relative to male (OR 1.70, 1.33-2.18)
moved or were , ) ,
excluded, - 2>Q’levels relative to up to O’level (OR 1.47, 1.12-1.94)
leaving 2708 - Poor/fair (OR 2.01, 1.20-3.36) and good/very good (OR

1.94, 1.28-2.94) relative to excellent health
- Pays prescription fees relative to not (OR 1.55, 1.10-2.13)

- Not relative to using prescription analgesics (OR 2.17, 1.49-
3.14)

Additionally in unadjusted chi® analysis:
. Use of non-prescription analgesics more likely if:
- Married relative to other status (OR 1.32, 1.07-1.64)
- Drinks alcohol relative to does not (OR 1.84, 1.41-2.39)

- More relative to less affluent (p<0.01 for trend, OR 2.69 for
category 1 relative to 7, 1.45-5.01)
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Year Design Population Period Exposure Denominator Numerator (response rate) Results [a] Quality
2006 Interview study Women attending Not  Used herbal 70 preliminary 18 herbal medicine users Qualitative analysis: 7.0
(78] yoga groups, given medicine in questionnaires responded and all agreedto .  Motivations:
therapy cenytre past 12 months distributed be interviewed _ Perceived advantages: most often (15 of 18) personal
and women'’s control
book group j )
- Disadvantages of conventional care: most often (6 of 14)
that doctors are unable to help with some problems
- Disadvantages of conventional medicines: most often (12 of
12) that they are chemical
2002 Focus group Focus groups of 1997 Management of Not given 48 focus group participants  Unadjusted descriptive and qualitative analysis: 6.5
11791 andinterview  16-24s: students, to  minor ailments (response rate not given) «  Decision to ask for medicine most commonly (38%) influenced by
study mothers, job- 1998 76 structured interviews mother
jv?f;]k::r'"’:lzome (74% response rate) . Schemas to manage minor ailments drawn up from experiences
) 9 in-depth interviews (90% . Combine salient information from adverts with past experience
Interviews: people response rate)
asking for advice
about ailment or
buying treatment
2004 Questionnaire Adults on health 2001  Usually take 21923 15465 (71%) completed Regression analysis adjusted for age, sex, housing tenure: 9.0
[180] survey authority general herbal questionnaires . More likely in:
practice register supplements distributed _ 45-64 than 18-44 (OR 1.45, 1.34-1.67)
- Women (OR 3.11, 2.79-3.48)
- White than non-white (OR 2.45, 1.75-3.44)
- Active than sedentary (OR 1.29, 1.16-1.43)
- Possible than unlikely psychiatric morbidity (OR 1.21, 1.08-
1.34)
- On than not on prescribed medication (OR 1.13, 1.02-1.26)
. Less likely in >75 than 18-44 (OR 0.88, 0.82-0.94)
Plus in regression analysis adjusted for age, sex:
. More likely in private than rented housing (OR 1.74, 1.55-1.99)
Additionally in unadjusted analysis:
. More likely in non-smoker than smoker (OR 1.14, 1.02-1.26)
1998 Questionnaire Adults attending 1995 Used OTC 3030 2765 (91%) completed Unadjusted chi? analysis: 8.5
(181 survey general practices remedies questionnaires 141 excluded, leaving 2624 =  More frequent in females than males (p<0.01) and social class I-
regularly distributed INM than 1lIM-V (p<0.01)

. Varied significantly with age (p<0.01) and highest (31%) in 45-64
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Year Design Population Period Exposure Denominator Numerator (response rate) Results [a] Quality
1999 Questionnaire Customers at 1996 Purchased 120 109 (91%) pharmacies Unadjusted descriptive analysis: 5.0
182 survey pharmacies selling  to  homeopathic pharmacies participated «  78% of 404 who gave their gender were female
:‘eor?:(ﬁgzth'c 1998 medicines approached 417 questionnaires returned . Highest proportion (30%) of 404 who gave their age were 46-60
1090 ) 10 spoiled, leaving 407 = Most frequent prompt (67%) was that they always use them
questionnaires  (379%)
distributed
2002 Questionnaire People who had 2000 Purchased 3 shops All shops participated Unadjusted descriptive analysis: 5.0
(183 survey just purchased to OTC approached 2 people refused, leaving 73 = 62 of 75 people approached were female
OTC homeopathic 2001 homeopathy 75 people = Highest proportion of respondents (30%) were 36-45 years
remedies in health approached

food shops

. Most common reason (72% strongly agree) was more natural
. First purchase most often (45%) prompted by friend or relative
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Appendix 34: Eiigible studies from the systematic literature review about the private sector

Year Design Population Period Exposure Denominator Numerator (response rate) Results [a] Quality
1999 Estimation of  British Social 1986 Purchased Not given Annual survey of about 3000 Unadjusted descriptive analysis (no significance levels): 3.5
84 model of Attitudes survey to private health (no response rate given) . 50-65 highest proportion with insurance (27% v 22% with none)
_der_na_and for respondents 1991 insurance . 66% with insurance and 37% with none have income >£15k
individually L .
purchased . 13% with insurance and 7% with none have degree
private health . 88% with insurance and 66% with none were home owners
insurance . 59% with insurance and 33% with none supported the right
Estimates of demand for individually purchased private health
insurance using more sophisticated model including regional dummy
variables:
. Positively associated with:
- Income (z statistic=13.4)
- Educational attainment (z statistic highest for A levels=7.2)
- Age but falls > 65 years (z statistic highest for 50-65=7.0)
- Being a home owner (z statistic=4.8)
- Long-term NHS waiting lists (z statistic=1.8)
. Negatively associated with:
- Number of adults in household (z statistic=-5.1)
- Being employed in public sector (z statistic=-2.7)
2005 Panel survey  Adults taking part 1997 Purchased Not given Sample in 1996 included Random effects logistic regression analysis: 7.5
(18] in British to private medical 7910 individuals . More likely:
Household Panel 2000 insurance

Survey

7.6%, 8.0%, 8.0% and 8.1%
lost, respectively, in
1997,1998, 1999 and 2000,
but increased to 8529 in
2000

No response rate given

- As age increases (odds ratio (OR) 1.29 per year, p<0.001)
- Basic qualification relative to less (OR 8.54, p<0.001)
- Paid work relative to not (OR 2.13, p=0.001)

- As income increases (OR 1.0002 per £1 per month,
p<0.001)

- If professional or manager relative to semi-skilled, unskilled
or unemployed (OR 1.84, p=0.005)

- Centre-right relative to other (OR 3.44, p<0.001)
- As supply surgeons in region increases (OR 1.67, p=0.041)
- As inpatient waiting time increases (OR 1.04, p=0.002)

. Less likely if female (OR 0.32, p<0.001) and as outpatient waiting
time increases (OR 0.98, p=0.02)

[a] This table only shows results that are significant or reported as key findings rather than the results of all variables tested in analyses.

A93

Table continued on next page




Year Design Population Period Exposure Denominator Numerator (response rate) Results [a] Quality
2001 Cohort Family 1978 Purchased Not given Overall sample size of Weighted least squares regression analysis: 6.0
[186]  analysis Expenditure to  private medical survey is 77601 (no = Increases with age but older less likely than younger cohorts
rseirggzdents 1996  insurance response rate given) . Positively associated with income (significance unclear)
. Positively associated with number of part-time consultants and
private hospitals in region (significance unclear)
. Negatively associated with number of NHS beds (significance
unclear)
2000 Estimation of  British Household Not  Used private Not given Annual survey of about 5000 Multinomial logit model of the use of public and private care: 3.5
(1871 model of the Panel Survey given medical or households (no response «  Private care positively associated with:
use of health  respondents dental care rate given) _ Being employed (z statistic=1.5)
care services o
- Income (z statistic=9.2)
- Being a conservative voter (z statistic=5.6)
- Being less supportive of NHS principles (z statistic=4.7)
- Using private care last year (z statistic=36.4)
. Private care negatively associated with:
- Living in rented housing (z statistic=10.3)
- Being limited in daily activities (z statistic=2.4)
- Used NHS care last year (z statistic=21.8)
1999 Questionnaire =16 and taking Not  Used private 2668 eligible 571 people refused Chi-squared analysis with compensation for multiple testing: 7.0
(188 survey partin the given dental care addresses 1865 (70% of 2668) »  Income most significant determinant (p<0.05, 46% if >£30k, 28%
Omnibus survey 232 people participated if £10-30k, 16% if <€10k)
uncontactable
2005 Prospective General practices 2001 Referral to NHS Not given 10 practices (no response Regression analysis including sex, age group, practice, specialty, 8.5
[189] survey of GP  in Trent Focus or private rate given) deprivation:
referrals Collaborative sector

Research Network

100263 registered patients

. Less likely as deprivation increases (OR 0.17 for most compared
with least deprived quintile, 0.13-0.22)

. Most likely if 45-54 (OR 2.75 relative to < 5, 1.66-4.55)
. Associated with specialty and practice
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Appendix 35: Summary of results from univariate analyses [a]

Variable p values [b] Notes

Background information | Significance cut-off=0.05/14=0.004
Sex chi? p=0.001

t-test p=0.025
Wilcoxon p=0.016

Ethnic group No tests performed

t-test p=0.541
Wilcoxon p=0.667

t-test p=0.570
Wilcoxon p=0.671

Homogeneity chi? p=0.397
Trend chi? p=0.853

Homogeneity chi® p=0.111
Trend chi? p=0.025

Worked as a health professional chi? p=0.000

Age

Index of multiple deprivation score
Index of multiple deprivation rank
Index of multiple deprivation quartile

Qualifications

Homogeneity chi® p=0.068

Empl t stat
mployment status Trend chi? p=0.008

Knowledge and views of self-tests | Significance cut-off=0.05/10=0.005

t-test p=0.001
Wilcoxon p<0.001

Confidence using self-test

Knowledge of any tests listed

Knowledge of tests listed

except pregnancy test All: Knowledge
Knowledge of tests listed except t-test p=0.000 of any tests
test for high blood pressure Wilcoxon p=0.000 listed used

Knowledge of tests listed except test In regression

for high blood pressure or pregnancy

[a] Results are reported to three decimal places for precision and significant cells are shaded

[b] The significance cut-off for each group of variables, based on the adjustment for multiple
comparisons, is shown to the right of the name of the group.
Table continued on next page
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Variable p values Notes
Habits and lifestyle | Significance cut-off=0.05/7=0.007
Smoking chi? p=0.320
H ity chi® p=0.010
Exercise omogeneity chi p

Fruit and vegetables

Internet use

Trend chi? p=0.904
Homogeneity chi’ p=0.370
Trend chi? p=0.084
Homogeneity chi® p=0.094
Trend chi? p=0.267

Knowledge of health recommendations
Recommendation about fruit and vegetables

Recommendation about days of exercise

Significance cut-off=0.05/2=0.025
chi? p=0.495
chi? p=0.882

Information about health

Health advice from anyone listed

Health advice from lay person

Health advice from health professional

Health advice from complementary therapist

Health information from any source listed

Health information from any
source listed except NHS Direct

Significance cut-off=0.05/12=0.004

t-test p=0.733
Wilcoxon p=0.545

t-test p=0.034
Wilcoxon p=0.011

t-test p=0.280
Wilcoxon p=0.202

Homogeneity chi® p=0.159
Trend chi® p=0.775

t-test p=0.000 Score
Wilcoxon p=0.000 including
NHS Direct
t-test p=0000 used in
Wilcoxon p=0.000 regression

Health status
Self-rated health during last 12 months
Limiting long-term iliness

SF-8 Physical Health Measure

SF-8 Mental Health Measure

Significance cut-off=0.05/7=0.007

Homogeneity chi® p=0.176
Trend chi® p=0.616

chi? p=0.294

t-test p=0.226
Wilcoxon p=0.027

t-test p=0.167
Wilcoxon p=0.303

Table continued on next page
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Variable

p values

Notes

Thoughts about how to stay
healthy and future illnesses

Things to stay healthy

Future illnesses

Significance cut-off=0.05/4=0.013

Homogeneity chi® p=0.731
Trend chi® p=0.201

Homogeneity chi? p=0.353
Trend chi? p=0.915

Views about health checks

Medical tests are reassuring

Curious about health

Like routine health checks

Medical tests cause anxiety

Significance cut-off=0.05/8=0.006

Homogeneity chi® p=0.912
Trend chi® p=0.784

Homogeneity chi® p=0.062
Trend chi® p=0.107
Homogeneity chi’ p=0.594
Trend chi? p=0.534
Homogeneity chi® p=0.712
Trend chi? p=0.957

Views about visiting the GP

Only go to doctor if symptoms

Need symptoms for test

Do not like to bother doctor

Only go to doctor if severe
or serious symptoms

Evidence to justify visit to doctor

Embarrassed to tell doctor
about personal problems

Happy to ask doctor for check-up

Confident doctor would do test

Significance cut-off=0.05/16=0.003

Homogeneity chi® p=0.643
Trend chi® p=0.431
Homogeneity chi® p=0.471
Trend chi? p=0.830
Homogeneity chi® p=0.729
Trend chi? p=0.663
Homogeneity chi® p=0.041
Trend chi? p=0.658
Homogeneity chi® p=0.493
Trend chi? p=0.160
Homogeneity chi® p=0.526
Trend chi® p=0.324
Homogeneity chi? p=0.093
Trend chi? p=0.168
Homogeneity chi® p=0.065
Trend chi? p=0.013

Table continued on next page
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Variable

p values

Notes

Access to the GP

Appointment as soon as would like

Appointment at suitable time

Travel to GP surgery

Significance cut-off=0.05/6=0.008

Homogeneity chi® p=0.355
Trend chi? p=0.200
Homogeneity chi® p=0.527
Trend chi® p=0.300
Homogeneity chi® p=0.062
Trend chi? p=0.040

Satisfaction with healthcare

Satisfaction with GP consultations

Satisfaction with own care

Satisfaction with other’s care

Significance cut-off=0.05/6=0.008

t-test p=0.002
Wilcoxon p=0.003
Homogeneity chi® p=0.007
Trend chi® p=0.002

Homogeneity chi® p=0.500
Trend chi? p=0.134

Health locus of control

Internal control

Chance

Powerful others

Health value

Significance cut-off=0.05/8=0.006

t-test p=0.967
Wilcoxon p=0.943

t-test p=0.206
Wilcoxon p=0.191

t-test p=0.005
Wilcoxon p=0.007

t-test p=0.567
Wilcoxon p=0.568
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Appendix 36: Variables used in regression analyses and their recategorisation

Variable Type Categories Recoding|a]

Background information

Age Numerical

Sex Categorical Men 1
Women 2
(no BLANKS)

Ethnic group Categorical White
Other ethnic groups 2
(no BLANKS)

IMD 2007 score Numerical

Qualifications Categorical Level 4 (highest level) 1
Level 1-3 2
Other qualifications 3
No qualifications 4
BLANK Empty

Worked as a health Categorical Yes 1

professional No 5
BLANK Empty

Employment status Categorical Emp_loyed & Economically active 1
full-time student
Self-employed
Retired
Economically inactive
(no BLANKS)

Knowledge and views of

self-tests

Confidence using self-test Categorical Very confident 1
Fairly confident 2
Neither confident nor unconfident 3
Fairly unconfident & Very 4
unconfident
BLANK Empty

[a] Numerical variables did not need to be recoded and were already empty where the value was

missing for a respondent.

Table continued on next page
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Variable Type Categories Recoding|a]
Knowledge of any tests listed = Numerical
Habits and lifestyle
Smoking Categorical Yes 1
No 2
BLANK Empty
Exercise Categorical Five days a week or more 1
About three or four days a week
About one or two days a week
Less than once a week but at 4
least once a month
Less than once a month 5
Never or almost never 6
BLANK Empty
Fruit and vegetables Categorical = Five times a day or more 1
About three or four times a day 2
About one or two times a day 3
Less than once a day but at least
once a week, Less than once a 4
week & Never or almost never
BLANK Empty
Internet use Categorical Five days a day or more 1
About three or four times a day 2
About one or two times a day 3
Less than once a day but at least 4
once a week
Less than once a week
Never or almost never
BLANK Empty
Knowledge of health
recommendations
Recommendation about fruit  Categorical Five 1
and vegetables Other answers 2
BLANK Empty

Table continued on next page
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Variable Type Categories Recoding|a]

Recommendation about Categorical  Five 1

exercise Other answers 2
BLANK Empty

Information about health

Health advice from anyone Numerical

listed

Health advice from lay person = Numerical

Health advice from health Numerical

professional

Health advice from a Categorical Three or more times 1

complementary therapist Once or twice >
Not at all & Not sure 3
BLANK Empty

Health information from any Numerical

source listed

Health status

Self-rated health during last Categorical Good 1

12 months Fairly good 2
Not good 3
BLANK Empty

Long-term illness Categorical Yes 1
No 2
BLANK Empty

SF8 physical health measure = Numerical

SF8 mental health measure Numerical

Table continued on next page
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Variable

Type

Categories

Recoding|a]

Thoughts about how to stay
healthy and future illnesses

Things to stay healthy

Categorical

Every day
Every two or three days
About once a week

Less than once a week but at
least once a month

Less than once a month
Never or almost never
BLANK

Future illnesses

Categorical

Every day
Every two or three days
About once a week

Less than once a week but at
least once a month

Less than once a month
Never or almost never
BLANK

Empty

Views about health checks
and medical tests

Medical tests are reassuring

Curious about health

Categorical

Categorical

Strongly agree

Agree

Neither agree nor disagree
Disagree & Strongly disagree
BLANK

Strongly agree

Agree

Neither agree nor disagree
Disagree & Strongly disagree
BLANK

1
2
3
4
Empty
1
2
3
4

Empty

Table continued on next page
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Variable Type Categories Recoding|a]
Like routine health checks Categorical = Strongly agree 1
Agree 2
Neither agree nor disagree 3
Disagree & Strongly disagree 4
BLANK Empty
Medical tests cause anxiety Categorical = Strongly agree 1
Agree 2
Neither agree nor disagree 3
Disagree 4
Strongly disagree 5
BLANK Empty
Views about visiting the GP
Only go to doctor if symptoms = Categorical = Strongly agree 1
Agree 2
Neither agree nor disagree 3
Disagree & Strongly disagree 4
BLANK Empty
Need symptoms or risk Categorical = Strongly agree 1
factors to get test Agree >
Neither agree nor disagree 3
Disagree 4
Strongly disagree 5
BLANK Empty
Do not like to bother doctor Categorical = Strongly agree 1
Agree 2
Neither agree nor disagree 3
Disagree & Strongly disagree 4
BLANK Empty

Table continued on next page
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Variable Type Categories Recoding|a]
Only go to doctor if severe or | Categorical = Strongly agree 1
serious symptoms Agree >
Neither agree nor disagree 3
Disagree 4
Strongly disagree 5
BLANK Empty
Evidence to justify visit to Categorical = Strongly agree 1
doctor Agree >
Neither agree nor disagree 3
Disagree & Strongly disagree 4
BLANK Empty
Embarrassed to tell doctor Categorical = Strongly agree 1
Agree 2
Neither agree nor disagree 3
Disagree 4
Strongly disagree 5
BLANK Empty
Happy to ask doctor for Categorical Strongly agree 1
check-up Agree >
Neither agree nor disagree 3
Disagree & Strongly disagree 4
BLANK Empty
Confident doctor would do Categorical = Strongly agree 1
test Agree 2
Neither agree nor disagree 3
Disagree & Strongly disagree 4
BLANK Empty
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Variable Type

Categories

Recoding|a]

Access to the GP

Appointment as soon as Categorical
would like

Appointment at suitable time = Categorical

Very easy

Fairly easy

Neither easy nor difficult
Fairly difficult

Very difficult

Never been to GP surgery &
BLANK

Very easy

Fairly easy

Neither easy nor difficult
Fairly difficult

Very difficult

Never been to GP surgery &
BLANK

a A~ WO N -

Empty

a b WO DN -

Empty

Travel to GP surgery Categorical

Very easy

Fairly easy

Neither easy nor difficult
Fairly difficult & Very difficult

Never been to GP surgery &
BLANK

A W N =

Empty

Satisfaction with healthcare

Satisfaction with GP Numerical
consultations

Satisfaction with own care Categorical

Satisfaction with other’s care  Categorical

Very satisfied

Satisfied

Neither satisfied nor dissatisfied
Dissatisfied & Very dissatisfied
BLANK

Very satisfied

Satisfied

Neither satisfied nor dissatisfied
Dissatisfied & Very dissatisfied
BLANK

A WO N =

Empty
1
2
3
4
Empty

Table continued on next page
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Health locus of control

Health locus of control score
for internal control

Health locus of control score
for chance

Health locus of control score
for powerful others

Health value

Numerical

Numerical

Numerical

Numerical
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Appendix 37: Final models generated by stepwise forward regression analyses of variables grouped according to their

focus

Personal characteristics:

Coefficient

Standard error

Odds ratio 95% confidence

Variables in the order they were added 8) of coefficient Wald | df |p value (exp (b)) interval
Sex

Male (reference)

Female 0.607 0.202 8.994 | 1 | 0.003 1.834 1.234 2.728
Age -0.010 0.006 2812 | 1 | 0.094 0.990 0.978 1.002
Constant -2.192 0.381 33.042 | 1 0.000 n/a n/a n/a
Footnotes: Statistics usually reported to three decimal places for precision, but fewer decimal placed reported if fewer provided.

Number of observations=1521
Log likelihood=-441.477
LR chi?>=14.54, df=2, p<0.001

Cox & Snell R>=0.010
Nagelkerke R?=0.021
Hosmer Lemeshow chi=7.111, df=8, p=0.525
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Variables associated with affluence or occupation:

Coefficient

Standard error

Odds ratio 95% confidence

Variables in the order they were added (8) of coefficient Wald | df |p value (exp (b)) interval
Worked as a health professional (reference)

Never worked as a health professional -1.089 0.233 21.826 | 1 0.000 0.337 0.213 0.531
Economic activity

Employed (reference) 7.354 | 3

Self-employed -0.085 0.285 0.090 | 1 0.764 0.918 0.525 1.605
Retired -0.494 0.245 4.057 | 1 0.044 0.610 0.377 0.987
Economically inactive -0.711 0.336 4.488 1 0.034 0.491 0.254 0.948
Constant -1.239 0.221 31.354 | 1 0.000 n/a n/a n/a

Footnotes: Statistics usually reported to three decimal places for precision, but fewer decimal placed reported if fewer provided.
Cox & Snell R>=0.018
Nagelkerke R?=0.041
Hosmer Lemeshow chi?=1.160, df=3, p=0.763

Number of observations=1479

Log likelihood=-419.638
LR chi®=27.05, df=4, p<0.001
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Variables related to self-test use:

Variables in the order they were added Coe:gt):ient S;?Zg:;gc?:‘otr Wald | df |p value O(Z:: :;;I)O 95%;:::3:?"%
Knowledge of any test listed 0.181 0.032 32.310 | 1 | 0.000 1.199 1126 1.276
Confidence using self-test

Very confident (reference) 7.696 | 3

Fairly confident -0.203 0.212 0912 | 1 0.340 0.816 0.538 1.238
Neither confident nor unconfident -0.420 0.300 1.958 1 0.162 0.657 0.365 1.183
Fairly or very unconfident -2.564 1.020 6.314 | 1 0.012 0.077 0.010 0.569
Constant -2.891 0.243 142.061| 1 0.000 n/a n/a n/a

Footnotes: Statistics usually reported to three decimal places for precision, but fewer decimal placed reported if fewer provided.
Cox & Snell R>=0.035
Nagelkerke R?=0.077
Hosmer Lemeshow chi’=11.751, df=8, p=0.163

Number of observations=1459

Log likelihood=-408.032

LR chi’=51.33, df=4, p<0.001
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Behaviours:

Variables in the order they were added Coe:gt):ient S;?Zg:;gc?:‘otr Wald | df |p value O(Z:: :;;I)O 95%;:::3:?"%
Exercise

Five days a week or more (reference) 13427 | 5

About three or four days a week 0.824 0.335 6.070 0.014 2.280 1184 4.393
About one or two days a week 0.408 0.346 1.389 | 1 0.239 1.504 0.763 2.964
coss fhan once a weel but at least once a| g 629 0.382 2631 | 1 | 0105 | 1.859 0879  3.931
Exercise less than once a month 1.186 0.454 6.819 1 0.009 3.273 1.344  7.969
Exercise never or almost never -0.219 0.545 0.161 1 0.688 0.804 0.276  2.338
Constant -2.890 0.297 94975 | 1 0.000 n/a n/a n/a

Footnotes: Statistics usually reported to three decimal places for precision, but fewer decimal placed reported if fewer provided.
Cox & Snell R>=0.010
Nagelkerke R?=0.022
Hosmer Lemeshow chi?=0.000, df=3, p=1.000

Number of observations=1472
Log likelihood=-425.410
LR chi’=14.24, df=5, p=0.014

Knowledge of health recommendations: No variables included in the final model.
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Information about health:

Variables in the order they were added Coe:gt):ient S;?Zg:;gc?;‘otr Wald | df |p value O(::: :Z;;o 95%;:’:2::;"%

Health information from any source listed 0.165 0.034 23413 | 1 0.000 1.180 1.104 1.262

Health advice from health professional -0.107 0.065 2.719 1 0.099 0.898 0.791 1.020

Constant -2.799 0.193 209.591| 1 0.000 n/a n/a n/a

Footnotes: Statistics usually reported to three decimal places for precision, but fewer decimal placed reported if fewer provided.
Number of observations=1254 Cox & Snell R>=0.018

Log likelihood=-339.981
LR chi?=22.51, df=2, p<0.001

Health status:

Nagelkerke R?=0.041
Hosmer Lemeshow chi’=8.097, df=8, p=0.424

Variables in the order they were added Coeng;:ient S;:gg::gc?;otr Wald | df |p value O(::: :Z;I)o 95%;?:2:?““
Self-rated health during last 12 months

Good (reference) 4703 | 2

Fairly good -0.205 0.222 0.855 | 1 0.355 0.814 0.527 1.258
Not good 0.542 0.310 3.046 | 1 0.081 1.719 0.935 3.160
Constant -2.357 0.116 416.201| 1 0.000 n/a n/a n/a
Footnotes: Statistics usually reported to three decimal places for precision, but fewer decimal placed reported if fewer provided.

Number of observations=1467
Log likelihood=-427.549
LR chi’=4.34, df=2, p=0.114

Cox & Snell R>=0.003
Nagelkerke R?=0.007
Hosmer Lemeshow chi?=0.000, df=1, p=1.000
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Thoughts about how to stay healthy and future ilinesses: No variables included in the final model.

Views about medical tests:

Variables in the order they were added Coe:g;:ient S;:zg:;gc?;ﬁr Wald | df |p value O(Zi: :Z;I)o 95%iﬁ::£:|ence
Curious about health

Strongly agree (reference) 6.811 3

Agree 1.665 0.240 0.480 | 1 0.488 1.181 0.738 1.891
Neither agree nor disagree -0.572 0.337 2.871 1 0.090 0.564 0.291 1.094
Disagree or strongly disagree -0.256 0.558 0.210 1 0.647 0.774 0.259 2312
Constant -2.383 0.209 130.003| 1 0.000 n/a n/a n/a

Footnotes: Statistics usually reported to three decimal places for precision, but fewer decimal placed reported if fewer provided.
Cox & Snell R>=0.005
Nagelkerke R?=0.012
Hosmer Lemeshow chi?=0.000, df=2, p=1.000

Number of observations=1463
Log likelihood=-418.381
LR chi’=7.71, df=3, p=0.053
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Views about visiting the GP:

Coefficient

Standard error

Odds ratio 95% confidence

Variables in the order they were added (8) of coefficient Wald | df |p value (exp (b)) interval
Confident doctor would do a test

Strongly agree (reference) 9.489 | 3

Agree 0.747 0.274 7412 | 1 0.006 2.110 1.233 3.611
Neither agree nor disagree 0.768 0.323 5.670 1 0.017 2.155 1.145 4.056
Disagree or strongly disagree 0.985 0.380 6.712 1 0.010 2.679 1.271  5.645
Only go to doctor if severe or serious symptoms

Strongly agree (reference) 10.922 | 4

Agree -0.735 0.277 7.037 | 1 0.008 0.479 0.278 0.825
Neither agree nor disagree 0.088 0.295 0.090 1 0.764 1.092 0.613 1.946
Disagree -0.259 0.272 0912 | 1 0.340 0.772 0.453 1.314
Strongly disagree -0.178 0.640 0.078 | 1 0.781 0.837 0.239 2935
Constant -2.699 0.277 94.634 | 1 0.000 n/a n/a n/a

Footnotes: Statistics usually reported to three decimal places for precision, but fewer decimal placed reported if fewer provided.
Cox & Snell R*=0.014
Nagelkerke R?=0.032
Hosmer Lemeshow chi?=2.010, df=7, p=0.959

Number of observations=1445
Log likelihood=-410.301
LR chi’*=20.68, df=7, p=0.004

Access to the GP: No variables included in the final model.
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Satisfaction with healthcare:

Variables in the order they were added Coe:gt):ient S;?Zg:;gc?:‘otr Wald | df |p value O(Z:: :;;i)o 95%;:::3:?"%
Satisfaction with GP consultations -0.045 0.014 9.662 | 1 0.002 0.956 0.929 0.983
Constant -0.836 0.484 2.979 1 0.084 n/a n/a n/a
Footnotes: Statistics usually reported to three decimal places for precision, but fewer decimal placed reported if fewer provided.

Number of observations=1486 Cox & Snell R?=0.006

Log likelihood=-436.232 Nagelkerke R?=0.014

LR chi’=9.26, df=1, p=0.002 Hosmer Lemeshow chi?=2.588, df=6, p=0.859

Health locus of control:

Variables in the order they were added Coe:gt):ient S;?Zg:;gc?:‘otr Wald | df |p value O(Z:: :;;i)o 95%;::2:?"‘:6‘
Health locus of control score for powerful others -0.060 0.018 11.335 | 1 0.001 0.941 0.909 0.975
Health locus of control score for chance 0.042 0.018 5.269 1 0.022 1.042 1.006 1.080
Constant -2.087 0.385 29.336 | 1 0.000 n/a n/a n/a
Footnotes: Statistics usually reported to three decimal places for precision, but fewer decimal placed reported if fewer provided.

Number of observations=1485 Cox & Snell R?>=0.009

Log likelihood=-431.697 Nagelkerke R?=0.020

LR chi’=13.45, df=2, p=0.001 Hosmer Lemeshow chi’=15.748, df=8, p=0.046
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