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Thesis Overview
Volume | comprises a literature review and an empirical paper. The literature review
explores the link between illness representations and self-management in children and
young people with chronic illness. Fourteen published empirical studies were identified for
the review. A risk of bias assessment was completed for each study. Consistencies and
differences between papers were identified. Overall, treatment control beliefs were most
consistently associated with self-management across a range of chronic health conditions.
The literature review has been prepared for submission to the Health Psychology Review
(see appendix 1).

The empirical paper details a cross-sectional study investigating associations
between illness representations, self-efficacy, self-management and psychological well-
being in young people with Coeliac Disease. Forty young people and 34 parents recruited
from hospital outpatient clinics completed questionnaires. Results indicated timeline-
cyclical beliefs and treatment concerns were associated with self-management. Timeline-
cyclical, identity, treatment control and coherence were correlated with well-being. In
terms of self-efficacy, young people with high levels of self-efficacy were more likely to
have better self-management and positive well-being. Finally, dissimilarity in timeline-
cyclical beliefs between young people and their parents was related to higher parental
stress. The empirical paper has been prepared for submission to the Journal of Health
Psychology. Some changes have been made related to formatting of the empirical paper in

line with university guidelines for presenting a thesis (see appendix 3).

Four full length clinical practice reports and a summary of CPR 5 (oral presentation) are

included in the Volume 1. Firstly, a case of a 55 year old woman presenting with



depression is presented. The case is formulated from both cognitive and psychodynamic
perspectives. A service evaluation of an Assertive Outreach Service is then described.
Both of these clinical practice reports were completed while on an adult mental health
placement. The third clinical practice report is a single case experimental design, detailing
the assessment and treatment of a 15 year old boy with a mild learning disability and
anxiety. This is followed by a case study of the assessment, formulation and intervention
of a 15 year old boy with anger and memory difficulties. Finally, a summary of an audit of
a new clinical service delivering psychosocial interventions in dementia is provided. This

clinical practice report was presented orally.
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llIness beliefs and self-management in children and young people with chronic
illness:

A review of the literature.
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Abstract

The present literature review explores Leventhal’s common-sense model of illness
representations in relation to self-management of treatment regimes in children and young
people with chronic physical health conditions. Fourteen papers were identified for the
review. Each paper was assessed for risk of bias and consistencies and differences between
papers were identified. In terms of risk of bias, all identified studies were lacking a control
group, the majority of studies were cross-sectional and small sample sizes for some studies
made it difficult to generalise findings. Furthermore, the method of measuring both illness
representations and outcomes was not consistent. Overall, treatment control beliefs were
most consistently associated with self-management across a range of chronic health
conditions, namely Cystic Fibrosis, Essential Hypertension and Diabetes. More
specifically, short-term treatment control beliefs (i.e. effectiveness of treatment to control
one’s illness) were positively associated with dietary self-management in Diabetes. In
addition, results indicated that illness representations were condition-and treatment-
specific and therefore generalisations across conditions and particular aspects of a
treatment regimen cannot be made. Together, these results suggest that children and young
people who believe that their condition can be controlled by treatment are more likely to
engage in more helpful self-management behaviours. The clinical implications in terms of

assessment and intervention are discussed and limitations highlighted.

Keywords:
iliness beliefs, illness representations, chronic illness, chronic health condition, paediatric,

self-management.



Introduction
Leventhal’s common-sense model of illness representation provides a theoretical
framework to help understand how an individual’s conceptualisation of their illness
influences coping behaviour (e.g. self-management behaviours) and a range of health
outcomes (e.g. well-being) (see Figure 1) (Leventhal, Brissette, & Leventhal, 2003).

The common-sense model of illness representations proposes that when individuals
are faced with internal or external health threats, related to diagnosis or management of an
iliness, they develop their own individual beliefs (illness representations) about their
condition. These illness representations (sometimes called cognitive representations,
schema or personal models) are based on a person’s understanding or experience of the
condition, and may not be related to the objective clinical markers of the illness (Petrie &
Weinman, 2006). In parallel with these cognitive illness representations, emotional
representations are also being generated and processed.

Leventhal, Halm, Horowitz, Leventhal & Ozakinci (2005) suggest that
representations provide a “framework for action” influencing coping strategies and action
plans, for example, self-management of treatment regimens. The model indicates that these
coping strategies impact on illness outcomes and emotional wellbeing. Like other self-
regulatory models, the common-sense model is a dynamic process where the appraisal of
the effectiveness of coping strategies, health behaviours and/or changes in the illness
process results in updating of the illness representations (Leventhal et al., 2005). This
appraisal mechanism and feedback loop would suggest that the model could be particularly
useful in a clinical setting when developing interventions to promote self-management of

chronic health conditions (McAndrew et al., 2008).
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Figure 1: The common sense model (CSM) of self-regulation (based on Leventhal et al.,
2003; Leventhal, Leventhal & Contrada, 1998)

Leventhal et al. (2003) classified illness representations into five main areas related to
iliness, based on empirical research (see Figure 1). The identity domain refers to the label a
person gives to their illness (e.g. diabetes) and reflects their knowledge about symptoms
associated with the illness. The timeline domain indicates how long the person expects
their illness will last and the timescale of symptoms. The consequences domain comprises
of a person’s beliefs about the severity of their illness and likely impact of illness on
physical, psychological and social well-being. The causes domain reflects ideas of internal
and external causes for the illness (e.g. genes or infection). Finally, the control domain
indicates the extent to which an individual believes that he/she has personal control over
their illness and beliefs related to efficacy of treatment to cure the illness or control the

symptoms (Leventhal, et al., 2003; Weinman, Petrie, Moss-Morris & Horne, 1996).



Similarly to adults, these five dimensions of illness representation have been
identified in children (Goldman, Whitney-Saltiel, Granger, Rodin, 1991). However,
Paterson, Moss-Morris & Butler (1999) found that more complex, abstract concepts of
illness (e.g. long-term consequences) may develop more slowly in children who may focus
more on current symptoms.

More recently, Horne (2003) has argued that a more comprehensive consideration
of treatment perceptions (sometimes called treatment beliefs) is important when the
common-sense model is applied to exploring self-management. In particular, he looked at
the relationship between necessity beliefs (i.e. beliefs in personal need for treatment self-
management) and concerns (i.e. belief about side effects of medication and adverse effects
of treatment on daily living). Adult studies confirmed that self-management of chronic
illness is positively correlated with necessity beliefs and negatively correlated with
concerns beliefs (Horne & Weinman, 1999).

Clinically, the Department of Health stated that health professionals should support
individuals with long-term health conditions to develop skills in self-management
(Department of Health, 2007). McAndrew et al. (2008) have started to explore how the
Common-Sense model could serve as a basis for developing interventions to improve
chronic illness self-management. However, more research in this area is required before
any firm conclusions can be drawn (e.g. Karamanidou, Weinman & Horne, 2008).

A meta-analysis of 45 studies has provided support for Leventhal’s common-sense
model of illness representations (Hagger & Orbell, 2003). Furthermore, the model has
aided our understanding of chronic illness self-management, psychological and social
outcomes (Kaptein et al., 2003). However, Kaptein et al. (2003) highlighted that available

studies testing the predictive power of dimension of illness representations were limited.



Currently, a systematic review focusing specifically on the role of illness representations in
children and young people with chronic physical health conditions is not available.

In summary, there is a growing body of literature supporting the application of
Leventhal’s common-sense model in adults with chronic health conditions. However,
given the cognitive development of children and systemic issues associated with managing
a chronic health condition (e.g., role of parents in managing treatment regimens), a review
focusing exclusively on children and young people is necessary. Taking this into
consideration, a literature review focusing on the application of the illness representation
framework to explore the management of chronic physical health conditions in children

and young people is now warranted.

Defining a chronic physical health condition

There is no universally accepted definition of chronic illness (Kaptein et al., 2003).
However, O’Halloran, Miller & Britt (2004) completed a literature review evaluating
characteristics used to define chronic conditions for use in research. The evaluation
resulted in the following criteria, such that for any illness to be classed as a chronic health
condition, it must: a) have a duration that has lasted, or is expected to last, at least 6
months; b) have a pattern of recurrence, or deterioration; ¢) have a poor prognosis; and d)
produce consequences that impact on the individual’s quality of life.

The World Health Organization discussion paper on Chronic Health Conditions in
Adolescence (Michaud, Suris & Viner, 2007) identifies a range of chronic physical health
conditions namely, Asthma, Diabetes, Inflammatory Bowel Disease, HIV/AIDS, Sickle
Cell Anaemia, Thalassemia, Bone Marrow Transplant, Growth Hormone Deficiency,

Hypothyroidism, Cystic Fibrosis, and Chronic Renal Disease. In addition, the World



Health Organisation for Europe also identified Chronic Obstructive Pulmonary Disease
(COPD), Cardiovascular Disease & Cancer as additional chronic health conditions (Busse,
Blime, Scheller-Kreinsen & Zentner, 2010). However, the paper did not focus specifically
on children and young people. In addition, Coeliac Disease is also recognised as a chronic
health condition (NICE, 2009). While it is possible that these lists are not exhaustive, the
above fourteen conditions, with the addition of Coeliac Disease, were included as key

words within the literature search.

This literature review has identified empirical research studies investigating illness
representations theory, or dimensions of it, in relation to self-management of treatment
regimes in children and young people with chronic physical health conditions. Each paper
was reviewed for risk of methodological and clinical biases. Consistencies and differences
between papers were identified and evaluated with a view to determining to what extent
ilIness representations relate to self-management in this population. Differences between
chronic physical health conditions and types of self-management regimes were also
reviewed in relation to dimensions of illness representations. This review will then seek to
determine if there is stronger evidence for particular dimensions of the model that are
associated with self-management. Clinically, this review will help to improve our
understanding of children and young people’s illness representations in relation to self-

management, which could, in turn, guide interventions to promote better self-management.



Method

Search Criteria
Guidelines produced by the Preferred Reporting Items for Systematic Reviews and Meta-
Analyses (PRISMA) for the identification of articles for review were used to develop
search criteria (Moher, Liberati, Tetzlaff, Altman, The PRIMA Group, 2009). These
guidelines are recommended by the Journal of Health Psychology (Marks, 2010).

Different terms, used interchangeably in the literature, to refer to the key concepts
of illness representations, self-management, children/young people and chronic illness
were used to search the key databases (between 1996 — January 2010) of Web of Science,
Psychinfo, Medline and Google Scholar to identify potential papers for inclusion.
Reference lists of published studies were scrutinised for additional papers not returned
from electronic searches. Search criteria, including keywords and exclusion criteria are

described in appendix 2.



Results
Description of Studies
The search criteria identified 14 papers for review (Appendix 3). Papers were organised

alphabetically by author and summarised in Table 2.

Country of Origin
The majority of studies were conducted in England (9 studies). Four studies were

completed in the United States of America and one study originated from Slovenia.

Type of Chronic Health Condition

Nine studies investigated the role of illness representations in Diabetes self-management
(Griva, Myers, & Newman, 2000; lannotti et al., 2006; Law, Kelly, Huey, Summerbell,
2002; Nouwen, Law, Hussain, McGovern, & Napier, 2009; Skinner et al., 2003; Skinner &
Hampson, 2001; Skinner & Hampson, 1998; Skinner, Hampson, & Fife-Schaw et al.,
2002; Skinner, John, & Hampson, 2000). In contrast, limited research was available for
children with Asthma (Zebracki & Drotar, 2004; Yoos et al., 2007), Cystic Fibrosis (Bucks
et al., 2009), Renal Disease (Radcliff & Blount, 2010), and Essential Hypertension (Zugelj
et al., 2010). No published studies, focusing on illness representations and self-
management, were available for Coeliac Disease, Epilepsy, HIV, AIDS, Cardiovascular
Conditions, Cancer, Chronic Obstructive Pulmonary Disease (COPD), Haemophilia,

Sickle Cell Anaemia, Thalassemia or Bone Marrow Transplant.



Recruitment
The main sources of recruitment across studies were hospital outpatient clinics (10
studies). Two studies recruited via specialist paediatric practices based in New York and

Slovenia and two studies recruited via the British Diabetic Association.

Participants

The majority of participants were young people at least 11 years old. Only two studies
included younger children starting from age 5 and 10 respectively as well as young people
(lannotti et al., 2006; Yoos et al., 2007). Two studies included young people and young
adults in their sample (Griva et al., 2000; Skinner et al., 2002). No other studies included
participants over the age of 18 years.

Twelve studies included information related to the gender of their participants.
Across these studies, 430 girls (49%) and 452 boys (51%) were included. Although,
Skinner et al. (2003) did not report their gender split, they highlighted that there was a
marked gender bias in their study, with girls being over-represented. In contrast, Yoos et

al. (2007) did not report the gender characteristics of their sample.

Study Methods

A cross sectional design was most often used (n=12) to investigate the relationship
between illness representations and self-management. One study used prospective methods
(Skinner & Hampson, 2001) and one included longitudinal designs in an attempt to

investigate causal associations (Skinner et al., 2000).

10



Measurement of Iliness Representations

The method of measuring illness representations varied across studies. Therefore, studies
were included if their questionnaires operationalized at least one of the domains of
Leventhal’s self-regulatory model of illness representations (Leventhal et al., 2003). Table
1 displays a summary of the questionnaires used to measure illness representations for
each study. The table also includes descriptions of their subscales and key dimensions

measured. A brief description of each questionnaire is then provided.

11



[4"

"9'1) salaqelp Jo 10edwi panisdlad

9 S919(eIP JO SSAUSNOLISS PaAIadlad

(jonuoa "a°1) suoneoldwod Juaraid 0

uBWILal] JO SSBUBANDIRYT ¥ Sa1aqelp

alreuuonsand
salagelq Jo

(866T)

[03U0D JUBWIIeal] ¢ S9ouaNbasuo) |  [0AU0D 0] USR] JO SSBUBANISYT S|9POIA [euosiad aylL salagelq | uosdweH ‘lsuus

‘(s@ouanbasuod

"9'1) sa1aqelp Jo 10edwi paAldalad

® S919geIp JO SSAUSNOLISS PaAIadlad

(Jonuoa “a°1) suoneoldwod uaraid 0 ‘(aireuuonsan®

JudWIea) JO SSBUAAINDYT 79 Salaqelp sajaqeld jo (T002)
[0U0D WUBWIeal ]| ‘s9ouanbasuo) |  [0AU0D 0] JUBWILa] JO SSBUBAINDSYT S|9POIA [euosiad ayl sajaqelq | uosdweH ‘lsuus
a[eds (0102)
[013U0D ‘saouanbasuo) AlISIanpy paniadlad AlISIBAPY paniadlad [euay wnojg ‘yiorey
(6002)
alreuuonsand JaideN ‘uIsno9IN
saouanbasuo)d salageld JO S|9POoN ‘uressny
‘louoD uswieal] ‘saouanbasuo)d SSBUSAIN08YT JUBWIeal | WId1-1oysS feuosiad ® Od| sajaqelq ‘meT ‘UsmnonN

‘(sisAreue ‘'suoneluasalday

BU) Ul papn|oul Jou asne)) 'suoneiuasalday [euonowg pue asualayo)
[euonowg pue aduaiayo) ssauj|| ‘|01u0D ssau||| ‘|0au0D uawieal] ‘|0auod "(2002)
uswWieal] ‘[0.1U0D [eUOSIad ‘[B2I[9AD auldwi L [euosiad ‘[edlaAD aulgwi] ‘asne) [[2gIaWWNS
‘asne) ‘saosuanbasuo) ‘eulwil ‘Alnusp| ‘s@ouanbasuo) ‘aulpwil ‘Anuap| d-0dl salagelq ‘AanH ‘AjIay ‘meT
(9002) uouoW
(d-Wwa3o) -suowis ‘[aqos
SaW02INQ dANISOd 10} suoneloadxg juswabeuen “Nre|D ‘oiuold
(N-Wwa3o) -J|]oS selaqelq Jo ‘alufeH ‘|jaseN
saouanbasuo) | sawodnO aAnebap Jo) suoneldadxy | suoneldadx3 awodnQ sajagelq | ‘Iaplauyds ‘mouue]

‘(sisAreue
3y1 Ul papn[oul 10U asne)) |01U0D Juswleal | asne) ‘|0uo) (0002) uewmapN
pue [euosliad ‘saouanbasuo) ‘eulpwi] ‘Aluapi ‘s@ouanbasuo) ‘aulpwi] ‘Aluap| Odl salageIq ® SIBAIN “enls
(sisAreue ayy ur papnjoul J0u suoneuasaiday euonow3 ‘asned (6002)
3JaM [RIIj9AD-auUIdWI] ‘@Sne) ‘|0U0D [BUOSIad | ‘|0U0D Judwieal] ‘|0)U0) [euoslad 9UIOH ‘uoppas
‘s@ouanbasuo)) uoneluasaiday jeuonow3y ‘saouanbasuo) ‘ealjokD-auldwiI L sisoluqi4 ‘UIoH ‘JBuurs
‘louod swieal] ‘Audluolyo-aulduwi] ‘Anusp) ‘Audiuoayo-auldwi] ‘Amnuap| d-Odl 21SAD ‘supmeH ‘syong
ssau||l

«painsea| uoneluasalday ssauj|| Jo urewoq pasn saeasqns alreuuonsand o1uoIyD Apmis/sioyiny

SIpNIS Ul pasn saireuuonsanb Jo Arewwns :T sjgel




€1

"SUOIIeIUSSaIdaI SSaU|I JO [9POW SSUS-UOWWOI S, [BYIUIAT JO spoadse senonted ojuo dew sajeosqns moy jo uonesijemdoouo)),

(sisAfeue ay1 ul papnjoul 10U asne)) (suonow3
pue ulaouo)) suoneiuasaiday [euonow3
‘@oualayo) ‘Aluspi ‘jouod Juswieal ]

‘suonowg
‘9oualayo) ‘ulaauo) ‘Anuspi
‘lou0D JUBWIRal] ‘|0NU0D [euoSIad

uoisuauadAH

(0102)
o063l ‘eprep
‘epuay| ‘repiwod

[01JUOD [eUOSIB ‘BuldwI] ‘Saduanbasuo) aulawi] ‘ssguanbasuo) Odl Jaug [enuass3y ‘o1ouednz ‘jabnz
Adueloadxa aw021N0 aAISOd (sway g8) ajeas (#002)
|0JJU0D JUBWIRaL | pue Aoueloadxa awo21no aAnebaN Aoueroadx3 sawoanQO BWYISY Jejoiq 7 poeiqaz
(L002)
"asn uonesipaw uosuy ‘uewJaleH
JO s10adse [euonows ‘swoldwAs ‘09]021y
eUWYISE JO alnjeu ‘ewyise buiprebal (syIv) -eIOPIS ‘UB|ININON
S1oB} ‘9sSn uonedIpawW spiemol | 9Jeas uoneluasalday ‘uosiapusH
[0J3U09 Juswieal | sapnine ‘suoneldadxs juswieal | SSsau||| BWYISY BWIYISY ‘uewziy ‘SO0A
‘(s@ouanbasuod
"9'1) sa1aqelp Jo 10edwi panlidalad
% S919geIp JO SSBUSNOLIBS PaAIgdIad
(jonuoa "a°1) suoneoldwod Juaraid 0 alreuuonsan®
JUBWILa] JO SSBUBAIIBYT 7 Sa1aqelp salagelq (0002) uosdweH
[0/UOD JUBWIeal ] ‘S9IuanNbasuo) | |0JJU0D O} JuSWIeal] JO SSBUBANDSYT 1O S|9POIA [euosiad salagelq ‘uyor ‘Isuunis
"allreuuonsanQ®
salagelq JOo S|3poN
(uanaid [euosiad ® Od| uo (£002) uossueyor
(suonejuasaldal ssau||l usamiaq | pue |01IU0D) SSBUBAINISYT USRI | paseq) alreuuonsand ‘ANIAToN
suone|a1109-1a1ul 1o} pasAeue Ajuo asned :gN) | ‘(ealyl pue1oedw]) sasuanbasuo) suoneuasaiday ‘Lebp3 ‘ausaln
‘lonuo) ‘saguanbasuo) ‘sulwil ‘Alnuap| paniadiad ‘aulawil ‘asne) ‘Ainuap| Ssau||| se1eqeld salageld ‘S||loMOH ‘Jauus
(66T
‘mobse|9 uo paseq) suonealdwod
JUdA8Id pue salagelq |0uo0)
0] SSBUBANDBYT JudWIeal] PanIddIad
(OJI 1o ajeas asuanbasuod alreuuonsand
panigalad ays Jo swial OT) sajageld Jo S|9poN (2002) meyos-aji4
[021U0D JUBWIeal] ‘saauanbasuo) 3[eas aduanbasuo) paniadlad [euosiad ® Odi salegelq | ‘uoldweH ‘Jauuns

‘(seouanbasuod




Illness Representations Questionnaire (IPQ)

The IlIness Representations Questionnaire (IPQ) (Weinman et al., 1996) provides a
quantitative assessment of the five dimensions of cognitive illness representations
described by Leventhal’s self-regulation model, namely: perceived identity, cause,
consequences, timeline acute/chronic, and control (personal and treatment)(70 items)
(Leventhal et al., 2003). More recently, a revised version (IPQ-R; Moss-Morris et al.,
2002) has been published (70 items). The revised version included, on theoretical and
psychometric grounds, three additional subscales (emotional representations, timeline-
cyclical and illness coherence). Since the IPQ was developed a short version has also been
developed. The Brief Iliness Perception Questionnaire (BIPQ; Broadbent, Petrie, Main &
Weinman, 2006) comprises of 9 items addressing each dimension listed in the IPQ-R. The
IPQ was the most commonly used method of measuring illness representations by seven
studies included in this review either in its complete form (Bucks et al., 2009; Griva et al.,
2000; Law et al., 2002; Zugelj et al., 2010) or through the use of particular sub-scales

(Nouwen et al., 2009; Skinner et al., 2002; Skinner et al., 2003).

Personal Models of Diabetes Questionnaires

The Personal Models of Diabetes Questionnaire (Hampson, Glasgow & Toobert, 1990)
was used in six studies. The questionnaire is a brief, eight-item self-report instrument
evaluating beliefs about the efficacy of treatment regimen (to control and prevent
complications of Diabetes) and consequences of diabetes (i.e. seriousness/worry and
impact of Diabetes on daily life). The questionnaire maps onto key dimensions of
Leventhal’s model, namely treatment control and consequences dimensions (Nouwen et

al., 2009) and has been validated (Glasgow et al., 1997). Three studies included in this
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review used the complete questionnaire in their research (Skinner & Hampson, 2001;
Skinner & Hampson, 1998; Skinner et al., 2000), whereas others included items from both
the Personal Models of Diabetes Questionnaire and items from the IPQ (Nouwen et al.,
2009; Skinner et al., 2002; Skinner et al., 2003). Adequate internal consistency has been

reported (Nouwen et al., 2009; Skinner et al., 2003).

The Perceived Adversity Scale (PA scale)

The PA Scale is a 10-item scale based on the consequences component of the self-
regulation model, with particular emphasis on understanding what aspects of living with a
transplant are perceived to be most aversive (Radcliff & Blount, 2010). The authors
developed the measure specifically for their study and reported good internal consistency
associated with the measure. Other dimensions of the self-regulation model were not

investigated in this study.

Outcome Expectations of Diabetes Self-Management

Bandura describes outcome expectations as “detrimental or beneficial physical effects,
favourable or adverse social reactions, and positive or negative self-evaluative reactions”
(Bandura, 1997). The Outcome Expectations of Diabetes Self-Management questionnaire
(lannotti et al., 2006) consists of two independent factors: expectations for negative
outcomes (12 items) and expectations for positive outcomes (12 items). Good internal
consistency was reported for both subscales for young people aged 10-16. Outcome
expectations have been described as equivalent to the perceived consequences dimension
of illness representations (Nouwen et al., 2009). Therefore this study has been included in

the review.
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Outcome Expectancy Scale

Zebracki & Drotar (2007) defined outcome expectancy as the “individual’s expectations
with regard to the effectiveness of the recommended treatment and relevant health-related
behaviours”. The outcome expectancy scale consists of 8 items based on the Treatment
Efficacy Scale (Brusch, Schwankovsky, Gilbert & Zeiger, 1999) and a section of the
Caretaker Expectations Regarding the Management of Pediatric Asthma Scale (Holden,
Wade, Mitchell, Ewart, & Islam, 1998). The authors describe good internal consistency.
Similarly to the Outcome Expectations of Diabetes Self-Management (lannotti et al.,
2006), this questionnaire was not explicitly based on Leventhal’s self-regulatory model.
However, the questionnaire measures treatment effectiveness (i.e. prevention or reduction
of current or future health related difficulties). This is seen as equivalent to the treatment-

control domain of illness representations.

Asthma IlIness Representation Scale (AIRS)

The final study included in this review was conducted by Yoos et al. (2007). The Asthma
Illness Representation Scale (AIRS) was developed by the authors to assess parents’
beliefs related to a) facts about asthma, b) nature of symptoms, c) attitudes towards
inflammatory medications, d) emotional aspects of medication use, and e) treatment
expectations. In contrast, details of the child’s “symptom evaluation” were not clearly
described in the study, as the main focus was the role of parental illness representations on
disease management in childhood asthma. Good internal consistency has been reported
(Sidora-Arcoleo, Feldman, Serebrisky, Spray, 2010; Yoos et al., 2007). Although this scale

was not developed to map onto Leventhal’s illness representations framework, their
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treatment expectations scale could be conceptualised as being related to the treatment-
control domain of Leventhal’s common-sense model. Details of items included in this
scale were not provided, so it is unclear if other subscales operationalize other domains of
the model. Overall, the authors’ results related to self-management are discussed very
generally in terms of the overall AIRS score, rather than specific subscales. This makes it

difficult to draw conclusions from the study based on Leventhal’s model.

Statistical Analysis

All studies reported statistical analysis using either Regression (11 studies) or Structural

Equation Modelling (3 studies).

17



8T

parelnosse sjaljaq |01u09 Jabuons -lreuosiad pue yyeay 9 Soew T¢ pue|bug
|0J3UOD-JUBWIRS] 21U0IY9 Apnis alojaq
(to0'0>d ‘Tt 0-=1) (Anuapi) uaamiaqg ESWENCR Jaylo (89'%= | (soluno ared Jeak T 1se9| (0002)
swoldwAs salagelp Ssa| Yim uonenualayp Burionuow 10 suo as ‘sik salagelp) e loj NQQ] | uewmapN
paleloosse juswabeuew-jas Aleaig ON :dN | @soon|b pooiq | neandwod 9°0Z ueaw) sjuanedino | Jo sisoubeiq ® SI9AN
suone@10d Odl ‘191p ‘ulNsu| | alaAas ON | p|o SIA GZ-GT [endsoH salageld ‘eAl
"(S0°0>d
:Gg°0-=1) Ausssoau O 19 ® (50°0>d
'90°0-=1) Awoluolyd sulpwi ‘(60°0>d
{60°0=1) |0/1U02 Wawiean YOdI
Aq pa1o1paid asn onoiquuy pue 149
(sajgelren 1o1eoipald)
uoissalbay JeaulT [ealyoelaiy
"(50°0>d ‘8€°0=1)
asn anoiqnue pue (T00°0>d ‘T, 0=1)
1dD 10 sainseauw |[e yum pajeloosse
sjallaq Alssaosau OING Jebuons
1uswabeuew-J8s
(T0°0>d ‘Z¥'0=1) SV (s3)
asn Jnoignue Ylim paleloosse suswa|ddns pue|bu3
[0J1U0D-1UBWIRAN Ul Jal]aq Jar1eals saouanbasuod aWwAzug
asJanpe [enualod uon99||09 [euonoas (6002)
‘'sjuswa|ddns swAzu3g 4o (1dD) | INOge Suisduold % sonoignue erep SS0.ID paeis aUIOH
AdesayioisAud 1seyD 10N (50°0>d | uswiean oioads pasi|ingaN Buunp (9%g2) 10U sisouBelp ‘uoppas
'GE'0=1) sonoignue Jo juswabeuew e Jo AlssadaN aleo sorew 9T | (speudsoy g) oUIS awl | ‘UIoH
-J|8S l1anag Yyum pajeloosse ONg (LdD) | wened-ul | 7 ssewsy 0z | Suswuedap ‘Jauun|s
suondaoiad aulawn 1abuo] AdelayoisAiyd Buinieoal juanedino sisoiqiq | ‘supmeH
suole|aiiod d-0Odl 1sayD 10N | spjo JA /T-TT oureipaed ansAD ‘s)ong
sisoubeiq
ubisaqg 92UIS awi] Anunod
(ere1
awlibay e1191110 asuodsal) (se11s Jo "ou) uonipuo)d (1eak)
sBuipui4 SaINsea uawieal ] uolisnjou| | siuedionled | uawiinioay yireaH sioyiny

salpnis Jo Alewwns g ajgeL




6T

ur pa (sihoeT
(Aluo a|doad jedionued | =abe ueaw)
BunoA) sainseaw oym | sjualed pue
w0010 9soyl | spjo JA 9T-0T
ERSERITENES
aresal| (%92)
Jlonap ysnbug | speAp uared
9|eds gz aseyd ‘Aouanbaly 10U -dA g91
ENRIENE] waled a|dwes "SIUID VSN
‘lo1u09 d1WaeA|H alreuuonsanb | pue Aouanbayy 10 YINnoA Z aseyd solagelp
pue uswabeuew-yas Arejalp Jaiood 1odai-jas Bunsal JlreIpaed (9002)
YlIMm pajeldoosse sawodno aanisod a19|dwod usiA | asoon|b poolq | (swajqoid a|dwes UOLIOW
1o} suoneydadxs yhiy -sjualed | puodas pue swall | ‘aunnol Areiaip pioJAy) (s|nb Z aseyd -suowlis
alreuuonsanb ‘quawisnipe | 1o ewylse ¥ ‘skoq ) ‘l@qos
‘(s@ouanbasuod aanisod ‘a1) dojanap uswabeuew | pajjouod | :pjo SIA 8T-8 e
Sawo21no aAlisod Joj suoneoadxa ‘MaIABI Binjelal| -J|8s ‘aunnol SIEL Miomiau sisoubeip |  “o1L10|d
AQg pareipaw sem Juswabeuew ‘MBIAIBIUI | uoneNSIUIWpe 1daoxa) | speAp jualed yoddns aoUuIs Jeak ‘alukeH
-J|9s JO sainseauw ¢ |e pue painionis-lwas -ulnNsui "'l ssau||l | pue piyo Tt salagelq Tisea|ly | ‘[@seN ‘
Aoeaiyya-ji8s usamiaq diysuone|ay juswdojanap wswabeuew J1u0IYd a|dwes a|dwes aplvuyos
suoissalbal ajdinnw eaiyorelaiy wol| T aseyd | -Js saeqgeiq | Jofew oN T aseyd T @seyd salagelq ‘mouue|
uswabeuew
-}|9s J0 alnseaw
aA3lqo
"(Too'0>d ‘9°9=1 '6€°0=4) :uiqojbowsey
(Juawabreurw-J|as [e10] JO aJuURLIeA Pa1BJAS0IA|D
10 046€) JUBWBheURW-||3S |[eJaA0
01 Apueoiubis painguiuod (Odl) 3[eds adualaype
uolsuawip |0u0d paaiddiad AluQ 1odal-}8s
uoissalbay ajdnny reaiyoaelaiy
"9[eds sareqelp
(T00'0=d ‘T¥"0=1) Suonepuawwolal 10 AJedis J|as [euonoss
ulnsui pue (T00°0>d ® 9[eds Adedlje aresa)| -SS01D (09'v=as
{69°0=1) Buuonuow asoan|b (To'0>d 113S pasifeiauas) ysibug ‘JT-T =
‘0€°0=14) asI2iaxa {(T00°0>d ‘8%'0=1) (%1'8Y) abuel) sieak
wwawabeuew-yas Aleiaip Yyim 'sjaljaq |01u0d SuUOIIPUOD safewsa) €€ L) -Uea|\




0¢

aAnisod sem |01ju0d-[euosiad alreuuonsan® 11elyoAsd -SS01D
SOIIAINOY ale) ‘Bunoalul lo pue|bu3

‘A1@1xue 1o} J0101paid -J|9S sa1aqelp ulnsul [esipaw (9'T+As
aAlIsod e sem saouanbasuo) Jo Arewwing ® ‘|01U0d | pIgJow-09 ‘G'GT=IN) (9'e=as ‘(z002)
sisA[eue uoissaibay 9s090n|6 poo|g | umouy oN SIK BT-€T ‘6'ST e
-Odl ‘asI01axa SsIKeT | ‘(serews) T pue|bug | 01¢Qabuel) | gloWWNS
‘seale Juswabeuew-J|as ayl Jo Aue ul 1eI1p "o'1) -¢T aby ‘sgrew 9T) | 1o 1se3 yuoN sk 6'¥ ‘AanH
SaoueLIeA 8] 10) JUnod2e Ajuediiubis "aireuuonsanb uswabeuew | sisoubelp siuedionied ur saIuIo IEN
10U pip suonejuasaidal ssauj|| Burag-|loM 3y L -JI8S Naai 0€ sjuanedino salagelq ‘Mme

“(Aupiren

aAnaIpald

pue

Aouaisisuod

[eusaul

‘|anap aeds)

'z 9seyd

(

wawdojanap

waj|)

T oseyd

‘ainseawl

uodai-jas

pue malAlaul

uiqojbouwaey painionns

PaTe|AS0dAID -lwes

‘3joid uBisaq

Juawabeuew [euonoas

FTESECIER e} Z SS01D

1ed woly
(suated) papn|oxa ‘'shoq
uonewlojul alem | G/ % sHb €6
diydeibowag T aseyd




T¢

passiw uodal-j|as NETEY sjnsal ON [eudsoy Z 1se9| v (oT02)
pue (vd) AlsIanpy panladlad |elol pJo2al [eolpaw 1$91 poo|g ‘(e104 Jleipaed 29\
u9aM1aQ UoI1e|21109 Juedlubis oN pue si0108e} aelay| asuodsal ul oI we|dsuen ‘uno|g
sasAjeue JueLRA-I|NA olydelbowsa( uoneolpaly ysiibug | %6/) dA €€ wenedino [euay ‘yijorey
awisnlpe
[e100S0Y2ASd
Aaning
sajagelq ul sealy
we|qoid ayl
Juswabeuew
-J|as Arelaid
3[eas sanAnoe
8Jed-43s Jo
‘'s@ouanbasuod | aeas-gns Arelaiq
paniaaiad Aq pareipaw [euonoss
Ajrenued sem ssalilsip sa1aqelp pue saouanbasuod -SS0l1D
Aoeola-Jjas usamiaq diysuonejoy 9 SSOUBAINDDYD
uawiean Yy orel
"(ET°0- SLI2111809 pasIprepurisun) wial Joys asuodsay
SsaJlsIp se1aqelp yum Odl "(shoq %9y pue|bu3
pareloosse saouanbasuod panlddlad | pue asreuuonsanb ‘sb 91G) sweal | (syuow g9 =
salagelp Jo syuedionued | ased salagelp uelpan) SIA (6002)
‘(2’0 SwLID1}900 |  Ss|opow [euosiad Jpouad uo TST | Aq paynuap| /T -Ssywow | Jaidep ‘u
pasipiepueisun) juswabeuew WwoJy sway| owAauoy, 9 salagelp | 19N0DIN
-J|as Ale1aip yum pajeloosse sjalaq sajagelp (p1o SIAy ¥T SN jouoneing | ‘uressnH
SSOUAI09YJS JUsWIeal] WId1-1loys Aoealyjo aled ur Ji = ueal) | ul swuanedino ‘me]
Buljepow uolrenba einionng JI8s Arelaig -j|es Aielaig | papn|ox3 plo JA 8T-2T [endsoH salagelq | ‘usmnoN
ssau|l Jo
uoieinp
1o} syj0
-2 ON
OTVaH ‘uonipuod
‘Buiag-jlam annisod Joj Jo101paid 2 [euonoss




[44

(serew 62
sa[ews} G2)
(Jonuod o1waeaL|h ‘dn-mojjoy
Bulnseaw) palajdwod 5
‘(Too>d sAesse gHO syuow g1
:/€°0=1) AaIxue Jorealb Jo annoipaid Te dn-mojjo4
sem (saouanbasuod wial-loys) ‘alreuuonsan
sa1aqelp Jo 10edwi panldalad Ja1eals sa1eqelq ‘papreun (uonejndod
JO S[9pON alre alqibid
‘uswabeuew-)|as feuosiad ayL uuonsanb 10 %' TSG)
JO sainseaw Jayio Aue yim jou Inq ‘(Bunoslur | e189)dwod | asreuuonsanb
‘(500°0>d ‘z¥°'0 =1) uswabeuew-jas 3Npayds are) ‘Buuioliuow 0] | paw|dwod ¥/ ‘puelbug
Areialp ul sabueyo yum Apuesiiubls JI9S sa1eqeig | asoon|b poolq | ajqe ‘eak uIayinos sisoubeip pue|bu3
pale|a1i0d sem (|0Jjuod-1uswIeal] Jo Arewwing ‘9sIolaxa | auo 1ses| ul sreudsoy 2oulIs Ieak
wI91-110Yys) sa1agelp |01U0d 01 o1p "o'1) 1e 10} (shoq zv [euoibal | auo 1Se’| IV (T002)
JusWIeal] JO SSAUBAIIIBYS PanIadIad alreuuonsan wawabeuew | sisoubelp | ‘sub gg) pjo | Jnoy ul SaIUID uosdweH
suole|a1i0) Uuleg-loM 9yl | -yos saleqelq | ‘SIAQT-2T | Sleak g1-¢T wanedinQ salagelq ‘lauun|s
EEEN
Aessy bniq ue
SSaiddnsounuwiu
wnias MBIAIBIUI
TJuswabeuew painionns
BIES -IWas pue sa
Ireuuonsan®
3INSesN
aduaiaypy [euonoss
ERIEIR -SS01D
"(L0'0>d
‘0€°0=1) abuel papuswwodal anoge Buidod (9%6E=
S|oAg| uessalddnsounwwi Jo Jaquinu 3doD-V aewsa-
[e10) pue Sainpadoid [ealpaw 1o} ‘05T9= 9N
Vd U8amlaq uoieIdosse uediiubis 3eds AISIanpyY aoualaype (g'z=as
[FERNERIERE] JO sioyeIpul SIRIIETe) 'SIAG'ST=IN) ue|dsues vSsSn
'Sasop juessalddnsounwiwil se paurelqo | aAmubod | spjo JA 0g-TT -1sod syoam




€¢

uoneaipaw asuodsal 1o}
'(500°0>d ‘0z 0=4) uonensiulwpe N[euosIa -Bunoalul %8€) uolenosse pue|bu3
ulnsui {(g00°0>d ‘€£'0=1) Bunionuow passasse) v ‘Buuioliuow alreuuonsanb onagelq
9s09n|6 pooiq ‘(500°0>d ‘TE 0=1) | AlO1UBAU| OAI4 Big | asoon|b poolq palsjdwod | ysnug ayl jo sisoubelp (z002)
as101axa (§00°0>d ‘ze 0=1) 181p ‘as101oxa 091 | diysieqwaw aouIs Jeak Meyas
O JUBWIBbeURW-J|BS YIIM PaleIdosse SaNIANDY a1e) o1p "o'1) | JA T 1Se9) J0 A1obBared T 1se9| I -9JI4
SJal|aq |0JJu0d-1UBWIEa ) WIB)-1oYS NESEEIER e} Juswabeuew 1e 1o} ‘p|o sonageld ‘uoydweH
sasAeuy ajelealg JoArewwing | -jes saleqelq | sisoubeiq | sieak 0g-gT YINOA salagelq ‘JIauuns
"(82°0 01 0’0 wouy 1oddns Ajiwrey 1o
1ybiam elaq paonpal) wuswabeuew Sdid
-J|9s AJeialp pue uoddns |el1oos
udaM1a( Mull 8y} salelpaw Ajreiued 2g4d
1se9| Je salaqelp Buljouod ul swibal
uswieal) ayl Jo Aoeole paniadiad "aireuuonsanb
Spuaiig
‘Bunoafur uynsui Jo Bunioyuow wioJy uoddng
8s09n|6 poo|q paloipald sajqelen | [eId0S paAlddiad
sjopow euosiad ay} Jo SUON [euonoas
sisAfeuy J01elpajn “aireuuonsanb Ss01D
Ajiire§
"(100°0>d ‘25 0=110edwn) A1aixue wioly yoddns (toz=as
pue (To'0>d ‘GE 0=l SSBUSNOLBS | [er0S PaAladlad ‘8T'ST=IN)
‘T0'0>d ‘¢7'0=4 10€dWI) uoissaidap pjo
0] paje[al alom sjal|ag sadusnbasuod aIreuuonsan sleak 81-2T
wua-Buo pue wisl-lUoys sajaqeiq Jo
S|9pON [euosiad ‘papreun 'skoq
(t0°0>d ‘2£°0=1 "(Bunoalul alre 2y ‘'spb zg
(so119q Wis-buo| "a°1) suoneoadwo) 3Npayds are) ‘Bulonuow | uuonsanb pue|bu3
'10°0>d ‘Gi7'0=1 (Slol]2q Wi JI8S sa1eqelq | asoon|b poojq | 818jdwod ‘(o101 J0 yinos syiuow pue|bu3
-10ys "a°1) |01u0) usawabeuew-j|as 10 Arewwing ENBIENE] 01 9|qV asuodsal sjeudsoy 9 1ses| e
Alejalp 01 paje|al a1am Sjaljaq |011U0D 01p "o'1) %7¥P'TS) [euoibal | loj sisoubeiq (866T)
-Juswieal) wJial-buo pue wisl-Uoys alreuuonsan wawabeuew p|o swuedionred ¥ — sowo uosdweH
suolle|a1i0) -j|os sa1oqelq | SIA 8T-ZT v/ wanedinQo salegelq ‘Jauun|s
(dn

-MO||0} Jedh T
)annoadsoid




174

SONAIDY aled 193009 8
9oualayod =JJ18s saeqeid sjuedionied | Jreuuonsand
pue Aoua1SIsSuod [eulaiu] ;g Apnmis Jo Arewwing v ‘'sajoqeIp
:€ Apnis ynm sjnpe
(500°0>d :22'0=1) BuLonuow ‘uswibal BunoA pue
8s0on|6 poojq pue (10 0>d 52'0=1) Juswieal ayl (sih gz-gT) | swaosajope pue|bu3
191p yum pare[a.iod Bis sajaqelp JO SSQUBAIJBY8 siuedioned 10}
[0JIUOD 0} SSBUBANDSYS Juswileal | panidaiad | (Bunpjel unsul 6/ uoneloosse "(£002) U
® sajagelp ‘Burlonuow ;2 Apnis onageld ossueyor
(To'0>d ‘gz'0=1) 181p yum paye|aliod | jo saousnbasuod | asoan|b poojq ysnug ayi jo parels | ‘AIIAg3oN
Apueaiiubis sem suonesldwod paniaaiad ‘asI01axa (sl gT-21) | diysiequiaw | 10u sisoubelp ‘Luebp3
Juanaid 0] SSBUBAINDSYS JUBWIeal | :S9Meds 9-0dl ¢ o1p "o'1) siuedionued j0 A1obBares ERNISET ‘ausalo
wawabeuew GTT sonagelq ‘s||lamoH
juswdojanaq aeas T Apnis T Apmis -JI9S | paleis 10N :T Apnis YINnoA salageld ‘JIauuns
‘'salnseawl
juswabeuew-yas |e jo Joyipaid uonew.Joul
1ueoliubis e sem (joJuod-luswieal] [eaipaw
wii8l-1oys) salagelp |013u0d pue uonewlou|
0] SSQUBAIID9JJD JUBWIRal] Panladlad aiydelbowsaq
(W3S) Buljspo uonenbs [eimonns (L66T ‘Mmobse|D
uo paseq)
"(S00°0>d ‘€Z'0=1) suoneddwod
uonessiuiwpe ulnsul ‘(go'o>d JusAaid pue
'21°0=1) bunsa) 8soan|b poojq |  S3)SEIP [0UOI
'(S500°0>d 'gT°0=4) @s1dixd (500'0>d | O} SSUSANISYS
‘e2Z°0=4) 191p JO UBWabeURW juswinean ubisaqg
-]]8S yum pajreldosse (saouanbasuod [FERNERIER] [euonoas
wa1-Buo]) 1ealy) panisalad SS0ID
pue Odl Jo 8eds
(50°0>d ‘GT 0=1) Bunsal aouanbasuod ‘(ebe
9s09n|b poo|q ‘(50°0>d ‘8T°0=1) paniaaiad ayy ‘erep Buissiw ‘'salaqelp
aslolexa (500°0>d ‘2T°0=4) 19Ip | JO Swal QT) 3eds 0] anp) yum synpe
JO JuawabeueWw-j|as yum pajeloosse 90Uanbasuod gee ajdwes BunoA pue
SJol|aq |01u09 JusWIea] Widl-Hfuo ["ENNERIEE] ‘Bunyel [reul — (erel Sjuadsa|ope




S¢

Juswabeuew
-]|8s 01 pare|aJ sbBulpuly JueAs|al ON

ERIEIETIok]
pue Aoua1SISuo9d [eulaiu] iy Apmis

‘JuaWabeurwW-Jas YlIm
1e31Y) pue 10edw! ‘AINusapl ‘aulpwn
U9aM1a(q SUOIIe|2.1I09 JuedlIubIS ON

"Juswabeuew

-J|8S Jo sainseaw 1ay1o ou

1nq (t0'0>d :89'0=J 1wanaid T0'0>d
‘T9'0=J |0J1U02) BSI2JaXa payiodal
juased pue (50'0>d ‘zg'0=J uanaid
‘50'0>d ‘G 0=4 |011UOD) JUBWaheueW
-Jj8s Arelalp pauodal juated ‘(50 0>d
‘Y 0=11uanaid ‘100 0>d 59°0=1
|0J1U02) JUBWabeurW-)|8s-]|9s Alelalp
ylum pale|aliod (josuod-juswiean
"9°1) SSaUBANDSYIS 1USWIRal |

ERIEIETIok]
pue Aoualsisuod [eulaiu] ;g Apnis

CO_HmODU 0] S]jnsal Juens|al ON

(Kluo dA)
alreuuonsan
sdag

Ssauji| seeqeld
‘v Apnis

‘(swuased
pue dA)OAs

(syuaued
pue dA) 3[edS
SSIAIDY a1ed
-}I8S seeqelq

Jo ATewiwins ay1

(Aluo dA)
alleuuollsan
mmww_

SSau||| se1aqelq
€ Apnis
‘pasifendsoy
wNm_u JO "ou

pue SAesse VYAaH

Odl

JO S9[eds auljawn
% asned ‘Anuapi
.z Apnis

“erep juaunean
[edipaw pue
SodeIbowsp
Jiseq

31eds

[euonoas
SsS0ID

dlews) %/.9
SaleW %EY
(SIA8T-TT)

syuedionued
0L

v Apms

%TS
-Sajewsa
%61 -SS[elN

sjuated
llay) pue
plo SIA JT-TT

Solulo
juanedino
[endsoH

v ® € Apmis

lana|smau
yum Buoje
panguIsip




9¢

B pey uonednpa ewyise |ew.loH sonsuaereyd | ‘Alorewweul ysibu3g ‘(o101 u3|INAIDIN
punoibyoeg -nue Ajwe4 asuodsal | MIOA MBN Ul ‘u
(50°0=d) uswibai uoneaipaw ‘9'1) abesn %28) | saus aonoeid paleis 10N | 0SIspuaH
B} U0 193}J8 108.1p wediiubis sonsuaereyd uonealpanN p|o paredionred oureipaed ‘uewziy
e pey uoneluasaidal ssau||l [eiuaed Jiydelbowag BWUYISY SIKZT-G | salwe}gze [ealulo XIS BWUYISY ‘SO0 A
Sdid
0dg4dd
“direuuonsanb
Spusiiy
woJj poddns
[e100S panIddiad
“aireuuonsanb
Aliwreq Apnis
wody uoddns [eurpnuBuo]
[e100S paniadiad
‘193009
alreuuonsan alreuuonsanb
SajaqeIq Jo dn-moj|o}
"Juswabeuew-j|as Arelalp Jalood S|9pOIN [euosiad ‘papreun palajdwod
ay1 ‘salagelp Jo (saosuanbasuod wio) alre (skoq gz
-Buo|) ssausnouas panlaalad Ja1ealo 3Npayads are) ‘Bunoslul | uuonsanb ‘sib v2) 25 ‘puelbuzy syuow pue|bu3
J13S sa1eqeld ulnsui | 819|dwod jo yinos 6 1ses|
Juswabeuew-jas Aleaip Jo Arewwing | Bunsal 8soon|b 01 Aljgy "aullaseq ul sjendsoy e Jo Nadl (0002)
10 sJ10121paid (Jonuoo-luswIRal) Wid) poojq ‘181p "9'1) Je paunJoal [euoibai | Jo sisoubeiq | uosdweH
-1I0ys) Salagelp JO |0JU0d PanIadIad aireuuonsanb wawabeuew p|o (shoq zv inoj 1e sis|| ‘uyor
sisAjeuy Jojelpay [euipnyibuo uRg-vM )9S | SIAQT-2T | ‘spbze) vL wanedino selogeld | ‘Jauupis

"POMBaIAS] SPI0Jal

[edpaw pue vqH

aireuuonsanb

ulsg-|IsM




LC

1uswiabeuey J|8s %T 81
‘syuow -s9lewa
aInseaw uawibal AN %6°'TS
[edipaw 01 snoinaid -Sale\
dduaiaype AjiureS ur sAep PIYD
€ uey)
J[eas Jabuoy 1oy | (8 T=AS ‘p|o
[ SERITENTELS sinoineyaq | swoldwAs SIAg' ET=IN)
BUWUISY PIIYD uonuanaid eWIYISY sp|o
ewylsy sieak /T-TT
‘Juswieal) ewyise | 9eas Adueidadxe swoydwAs
0] JuswaheueWw-J|as YlIMm paleloosse 3wodINO swoldwAs | ai1aA8s 0} ‘(o104
JoU Sem Juawabeuew ewylise ewyise | juassisiad asuodsal
1o} Aoueloadxa awo2IN0 BAISOd | BWYISY JO ASAINS | JO saposids jo pliw 8 %¥6) vsSn
yjjedH s, uaipjiyd Juswabeue | ousuadx3 sianibales Jeak
‘Aupiqiow ewyse Jareald -JI8S I8y} SUSIADIUID | T JO WNWIUIA (¥002)
pajoipald Aoueloadxa awooaino ybiH uonewiolul ‘plo pue gjdoad | ABojouownd rejoiq ®
uoissalbal [eaiyotelaly sjdnny Jiydeibowag uonesIpaN SIKLT-TT BunoA 7, aunnoy BWYISY | DbjoeIgaZ
SpJlodal
[edipaw
1O MaINa
syuow | aAndadsosal
2T ® sjuated
Joud ay) llayy pue
"J0NU0D pue Ul SNSIA | UBIP[IYd yum
Juswabeuew AIIBASS ewIyISE dOH SMaIAIBIUI
juswieal] uo suoneluasaldal ssaujl JO0 JUBWISSasse parelal awoy
JO UONRIDOSSE |[BJBA0 AJUO BjonIe painpnas v euwyise painonns
ul pajuasaid jou sdal ssauj|i o1y10ads Z 1se9| -lwas vSn
Juawinasul Je pue
"(€000°=d) digsuoneal ewiyise Jo [leuonoas (L002)
uawibal uonesipaw ayenbape ssa| e dOH-uared sisoubelp SS01D uosuy ‘u
yum parersosse sem Bujaas-adinpe plIyuD euwJaleH
fewuojul sealaym ‘(go'0=d) uawiba. SdIvY (uoneoipaw 'plo SIA ZT-G ‘08]021y
uoneodIpaw ay) uo 1088 annisod Jaylo ‘anosal | Bupjeads -elopis




8¢

‘alleuuonsanb aouaiaype Apnis sawiod1no [eaIpaN =OWVSOIA “JapInoId a1ed YleaH= dDH "8|eds suolleluasaideay Ssauj|l BWYISY = SHIV
‘uiqojbowaeH pare|AS0A|9 = ITWQH ‘adreuuonsand sanjnaiyid pue Yyibuans=0As 1oddng 1aad Jo Alojuaau] se1eqeld = Sdid 1S1P9ay)
Inoineyag Ajiwe4 sa1aqeiq=29g4Q 3|edS a0uaIdaypy [edIPaN=INVIN 9]e9S AlISIBAPY PaAIadlad =3]edS Wd '8]edS 92uaiaypy UOIedIpaIA
= SHVIN "214193ds :alreuuonsand) sauldipalA 1noge sgaljeg = OING UOISIaA PasiAal-alreuuonsanb suoneluasaldal ssaujjl = ¥-Odl :S910N

‘uononpal
Ssalls | "uonpuod
‘as1olaxa pigiow parels 10N
‘Bunyel -00 ON
OVSON uonesipaw ‘Bfew %99
‘(90UELIRA JO %EY) ‘181p e} moj uo | ‘srews) %t
uJa2u0d ‘usping [euonowWs ‘|0NU0I Aureuosiad ‘1o1p Jjes mo | edioiued
-Juswiean Ag 10} paluNoIde g [|oM Buissassy | :Juswabeuew 01 Joud (8z'z=as
pINo9 InoiAeyaq Bujel-uoneoipaw SERIEIE) e} -J|9s oivads syuow e LT=IN) BIUBAOIS
0] Juswabeuew-Jas Ul uoneueA [enpiAipu| ¥ 1se9| 1e SIK €2-€T
1US2S3[0PY/PIIYD 'suswibal | sisoubelq (0T02)
"9Jeds Juswabeuew 10 AIOJUBAU| [esipaw parels | ouobalo
-]|9s 21j19ads Jo aoueLIeA 3] JO 0] alaype uol (eres j0U sisouBelp ‘eprep
29T 10} SIUNOJJ®. |0JJU0D-JUBWIRd) | Odileug | o1saouspual | susuadAy asuodsal BIUBAOIS 92UIS aWlIl] ‘epua)y
[elouab | [enuassa %SG/) ur oI ‘repiuioy
‘sasAjeue “ered [edIipaN | uswabeuew JO | Swuaoss|ope ourelpaed | uoisuauadAH | ‘olouednz
uoissaibal ajdinnw reosiyotelaiy | pue aiydeibowad -J|9s [eJBuUa9) | sisoubelq 16 OM | [enuass3 ‘llsbnz
RTVTR)
ul ajiym
SMBINIBIUI
VSHD Wol} sway| pue sa
ANpIgIowW BwyISY Ireuuonsan®
Bunjeads
‘sInoineyaq ysiibug [euonoss
uonuanaud Ss01D
euwyise ‘ssau|l
swoldwAs ewyise olwoaysd/ | (8'9=as ‘pio
10 soposida SuoIPUOd SIAg Zv=IN)
[eanaypodAy K| plosikz9-82
Buiquosap Joresidsal slanibared
SoLeuUads Jayio oN




Risk of Biases

The issue of biases has been addressed in this review by consulting key documents that
provide guidance on the reporting of systematic reviews and assessment of risk of bias in
research studies.

Both PRISMA (Liberati, 2009) and the Cochrane Handbook for Systematic
Reviews of Interventions (Higgins & Green, 2009) used the term “risk of bias” rather than
“quality”. They argue that “risk of bias” assesses the “extent to which results of included
studies should be believed” (Higgins & Green, 2009). The term “risk of bias” will
therefore be used when critically evaluating research studies in this review.

Risk of bias was assessed using the Transparent Reporting of Evaluations with
Non-Randomized Designs (Des Jarlais, Lyes & Crepaz, & The TREND Group, 2004).
This is recommended by the Journal of Health Psychology (Marks, 2010) as well as
criteria for publication of experimental and quasi-experimental research in psychology
(Ramos-Alverez & Moreno-Fernadez, 2008). Both were adapted for the purposes of this
review. In addition, a scoring system has been included (i.e. 2 = yes, 1=partially, 0 = no or
unknown).

A summary of the risk of bias assessment is displayed in Table 3 highlighting
common strengths and limitations across studies. In terms of strengths, each study
included in this review had a clearly focused question and background information to
justify the importance of the research. Appropriate procedures and analyses were selected
to meet research aims across studies and authors highlighted limitations and biases. All,
except one study, interpreted their results and statistical analysis in the context of current

evidence and theory (Yoos et al., 2007).
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Whilst there were strengths across research articles included in the review, the
majority of studies were cross-sectional, thus meaning that conclusions based on causal
associations were not possible. Moreover, small sample sizes for some studies made it
difficult to generalise findings. The method of measuring both illness representations and
outcomes was not consistent with varying levels of validity reported by authors depending
on the measure used.

Overall, studies showing the lowest risk of bias explored illness perceptions in
Cystic Fibrosis (Bucks et al., 2010), Diabetes (lannotti et al., 2006; Nouwen et al., 2009;
Skinner et al., 2002; Skinner et al., 2000; Skinner & Hampson, 1998), Asthma (Zebracki &
Drotar, 2004) and Hypertension (Zugelj et al., 2010). Given that the evidence provided by
these studies is stronger based on a risk of bias assessment, this review will focus more on

the evidence from these studies.
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What does the evidence tell us about relationships between Illness Representations

and Self-Management?

In this review, evidence for each dimension of illness representations is discussed, with a
view to ascertaining the extent to which illness representations can help in understanding
self-management in children/young people with chronic health conditions. Given that
illness coherence, emotional representations and timeline-cyclical beliefs have been
integrated into the IPQ-R for theoretical and psychometric reasons, they will also be

included in this review.

Identity
IlIness identity refers to symptoms a person views as part of their illness and at a more
abstract level, the illness label (e.g. diabetes) (Scheier & Carver, 2003). Evidence for the
association between the perceived identity of chronic health conditions in children and
young people and self-management is extremely limited.

Five studies included in this review measured perceived identity (Bucks et al.,
2009; Griva et al., 2000; Law et al., 2002; Skinner et al., 2003; Zugelj et al., 2010;).
However, only one of these studies found a significant and moderate relationship (r =-0.41,
p<0.001) between illness identity and dietary self-management. Specifically, Griva et al.
(2000) found that those who experienced fewer Diabetes symptoms had better dietary self-
management, however, no significant findings were found for other self-management
behaviours, including insulin administration, exercise or blood glucose monitoring.

Whilst Griva et al. (2000) report an association between identity beliefs and dietary

self-management in Diabetes, other studies of Diabetes did not find this association (Law
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et al., 2002; Skinner et al., 2003). Similarly, no significant findings were reported for
identity and any aspect of self-management measured in Cystic Fibrosis (Bucks et al.,
2009) and Hypertension (Zugeli et al., 2010). In terms of risk of bias, Griva et al. (2000)
used the IPQ in their research whereas others used the IPQ-R or brief IPQ-R. This is an
important consideration given that the identity scale in the IPQ had poorer test-retest
reliability (0.06, p>0.05) than the IPQ-R over a six-month period (0.57, p<0.001) (Moss-
Morris et al., 2002; Weinman et al., 1996). It could be argued, therefore, that Griva’s
finding related to identity is questionably stable.

Exploration of inter-relations between illness beliefs highlighted that those with
more Diabetes related symptoms were more likely to believe that they have less control
over their condition and more negative consequences (Griva et al., 2000). This is
consistent with Weinman et al. (1996) who highlighted that Leventhal’s illness dimensions
are not necessarily independent. Therefore, given that only one study found that illness
identity was associated with self-management and other studies have lower risk of bias, it
could be hypothesised that a combination of illness representations may be more predictive

of self-management than when illness identity is considered individually.

Timeline (chronicity and cyclical)
Timeline-chronicity refers to an individual’s expectation regarding the duration of their
illness (i.e. acute or chronic). Low internal consistency values led to the inclusion of new
items assessing cyclical timeline beliefs in the revised IPQ (timeline-cyclical) (Moss-
Morris et al., 2002).

Five studies measured timeline-chronicity beliefs (Bucks et al., 2009; Griva et al.,

2000, Law et al., 2002; Skinner et al., 2003; Zugelj et al., 2010). One study reported that
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young people with Cystic Fibrosis, who believed their illness would last for a long time,
were better at managing their antibiotic use (Bucks et al., 2009). Similar findings were not
reported for others aspects of self-management (i.e. physiotherapy or enzyme use). Bucks
et al. (2009) suggested that difficulties with enzyme self-management in Cystic Fibrosis
were mainly due to forgetting to take the enzymes rather than a decision to self-manage a
particular aspect of treatment. Other studies did not find a link between timeline-chronicity
beliefs and self-management.

Timeline-cyclical beliefs were measured using the IPQ-R in two studies (Bucks et
al., 2010; Law et al., 2002). Law et al. (2002) reported that timeline-cyclical beliefs were
not associated with self-management. Furthermore, Bucks et al. (2010) described cyclical
timeline beliefs as psychometrically unsound and therefore did not include them in the
analysis. Timeline perceptions (chronicity or cyclical) were not measured in any other
studies.

Findings could suggest that timeline-chronicity beliefs are condition- and
treatment-specific in children and young people. This idea would fit with the findings that
timeline beliefs were associated specifically with antibiotic use in Cystic Fibrosis, but not
chest physiotherapy or enzyme use in the same study (Bucks et al., 2009), nor with self-
management of other chronic health conditions. However, further research exploring

beliefs in Cystic Fibrosis is necessary to confirm or disprove this hypothesis.

Consequences

The consequences domain reflects the perceived seriousness of a condition, severity of

pain and the impact that the condition has on an individual’s life. Twelve studies included
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in this review tapped into the consequences domain. However, their method of measuring
this dimension of illness representations varied considerably across studies (see Table 1).

Results indicated that consequences beliefs did not significantly affect self-reported
self-management in Diabetes (Law et al., 2002; Griva et al., 2000; Nouwen et al., 2009;
Skinner & Hampson, 1998; Skinner & Hampson, 2001) or self-management of diet,
medication, exercise and stress reduction in Hypertension (Zugelj et al., 2010). In contrast,
Renal Transplant patients with poor self-management of medication had difficulties related
to not being able to do what others are doing (r=.36, p<.04) (Radcliff & Blount, 2010).
Bucks et al. (2009) did not complete an analysis of the consequences scale in their studies,
due to low internal-consistency levels (i.e. 0.66).

A factor analysis of perceived consequences scale items in the Personal Models of
Diabetes Questionnaire (Hampson, Glasgow & Toobert, 1990) indicated two aspects to
perceived consequences, namely the impact of Diabetes on the individual (short-term
beliefs) and threat of Diabetes to health (long-term beliefs) (Skinner et al., 2002). In
studies that made this differentiation, perceived impact (short-term beliefs) was unrelated
to self-management (Skinner et al., 2000; Skinner et al., 2002). However, mixed findings
were reported for perceived threat (long-term beliefs). For example, a cross-sectional study
reported that greater perceived threat was associated with better self-management of diet,
exercise, blood-glucose testing and insulin administration (Skinner et al., 2002). Contrary
to this, a longitudinal study indicated the opposite effect, that young people who thought
their Diabetes was serious had poorer dietary self-management (Skinner et al., 2000). Both
studies had low risk of bias (Skinner et al., 2000 & Skinner et al., 2002). However,
findings reported by Skinner et al. (2000) are more consistent with Hagger and Orbell’s

meta-analysis, where beliefs in serious consequences were positively associated with
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avoidance/denial coping strategies and negatively associated with adaptive outcomes
(Hagger and Orbell, 2002). According to Leventhal’s model, this would suggest that
young people who perceive their Diabetes to be very serious would have difficulty
managing their self-care regimen. Alternatively, it could also be hypothesised that those
who poorly manage their diabetes, have lots of symptoms, which results in them
perceiving negative consequences associated with the condition.

In addition to the studies that specifically tapped into the consequences dimension
of illness representation, a study conducted by lannotti and colleagues (lannotti et al.,
2006) was included in this review because, within social cognitive theory, outcome
expectancies relates to the perceived consequences domain of illness representations
(Nouwen et al., 2009). lannotti et al. (2006) found that when positive outcome
expectations were high, self-efficacy had a greater association with Diabetes self-
management. This is consistent with social cognitive theory that the more confident people
are in managing their diet, the less they experience negative consequences of Diabetes
(Nouwen et al., 2009).

Whilst findings for the consequences domain of illness representations and self-
management are mixed, the studies did seem to suggest that how a person perceives the
consequences of their condition was important in their overall psychological well-being.
Associations between consequences and anxiety (Law et al., 2002; Skinner & Hampson,
2001; Skinner et al., 2000), positive well-being, depression, general well-being (Skinner et
al., 2000) and diabetes distress (Nouwen et al., 2009) were all reported in the sample of
studies selected for this review. Whilst it is not within the scope of this review to

investigate the role of illness representations to psychological well-being, a literature
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review exploring illness representations and psychological well-being, particularly related

to childhood chronic health conditions, would be useful.

Causes

Causal illness representations have been categorised according to four main components,
namely psychological attributions (e.g. stress or worry), risk factors attributions (e.g.
hereditary - it runs in my family), immunity attributions (e.g. a germ or a virus) and chance
attributions (e.g. chance or bad luck) (Moss-Morris et al., 2002).

Of the four studies that investigated all dimensions of the model, items in the cause
scale were not analysed (Bucks et al., 2009; Griva et al., 2000; Law et al., 2002; Skinner et
al., 2003). Where inter-correlations between dimensions were completed, no significant
correlations between cause and other dimensions were reported (Skinner et al., 2003).
Consequently, the studies included in this review cannot confirm if causal beliefs can
contribute to our understanding of self-management in children and young people with

chronic health conditions.

Control
The extent to which a person perceives their illness as preventable, curable or controllable
is referred to as the control domain of illness representations (Leventhal et al., 2003). The
IPQ-R distinguishes between personal control (including self-efficacy beliefs) and
treatment control (i.e. belief in treatment or recommended advice).

Overall, the literature highlighted that treatment control beliefs were a significant
predictor of self-management of antibiotics in Cystic Fibrosis (Bucks et al., 2009) as well

as diet, medication, exercise, and stress reduction in Hypertension (Zugelj et al., 2010).
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Furthermore, in diabetes, treatment control beliefs were associated with dietary self-
management (Nouwen et al., 2009; Skinner et al., 2003; Skinner & Hampson., 1998;
Skinner et al, 2000; Skinner et al., 2002), blood glucose monitoring (Skinner et al., 2003,
Skinner & Hampson., 1998; Skinner et al., 2003) and exercise (Skinner et al., 2003) in
Diabetes. In contrast, treatment-control beliefs were not associated with self-management
in Asthma (Zebracki & Drotar, 2004). Therefore, those who believed their treatment
regimen would be effective in controlling their illness, had better self-management of
specific aspects of their treatment regimen (in Diabetes, Cystic Fibrosis and Hypertension,
but not Asthma).

In contrast, personal-control beliefs were only investigated by three studies (Bucks
etal., 2009; Law et al., 2002; Zugelj et al., 2010). Bucks et al. (2009) excluded this scale
from their analysis due to low internal consistency values, and other studies indicated that
personal control did not have any influence over any aspect of self-management in young
people (Law et al., 2002; Zugelj et al., 2010).

These results, taken together, suggest that children and young people who believe
that their condition can be controlled by treatment are more likely to engage in more
helpful self-management behaviours. Moreover, believing in the effectiveness of the
treatment regimen seems to be more important than one’s own beliefs about personal
control over the illness.

Contrary to this, Law and colleagues (2002) found neither personal nor treatment
control were linked to self-management but, instead, that control beliefs were linked to
emotional well-being. This is the only diabetes study that did not report a relationship
between perceived control and self-management, and the authors recognised the limited

generalizability of this study, due to their small sample size.
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When investigating the role of long-term and short-term control beliefs in Diabetes,
results were mixed. Three studies reported that beliefs related to the short-term (i.e.
effectiveness of treatment to control diabetes), rather than long-term expectations (i.e.
treatment to prevent complications), influenced dietary self-management (Skinner &
Hampson, 2001; Skinner et al., 2000). Nouwen et al. (2009) also reported short-term
treatment effectiveness beliefs to control Diabetes were associated with dietary self-
management, although they did not compare this to more long-term beliefs related to
preventing complications. In contrast, other studies indicated that both short-term and
long-term control beliefs were associated with dietary self-management (Skinner &
Hampson, 1998; Skinner et al., 2003) and blood glucose monitoring (Skinner & Hampson,
1998). More research investigating the role of short- and long-term beliefs across other
chronic health conditions particularly in younger children is necessary before any
conclusions can be made.

Like many of the other studies presented throughout this review, treatment-control
iliness representations appeared to be largely specific to particular aspects of a complex
treatment regimen. Only one study reported that treatment effectiveness beliefs and self-
management were associated with all aspects of self-management in Diabetes (Skinner et
al., 2002). Whereas, the majority of studies found that perceived treatment-control was
associated with particular aspects of self-management and not others. For example, young
people who believed their treatment regime would control their Diabetes were better at
self-managing diet and blood glucose monitoring in Diabetes (but not insulin injections)
(Skinner & Hampson, 1998), medication in Hypertension (but not exercise and diet)
(Zugelj et al., 2010) and antibiotic use in Cystic Fibrosis (but not chest physiotherapy or

enzyme use) (Bucks et al., 2009). Therefore, when children are expected to manage
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complex treatment regimens, generalisations cannot be assumed across treatments for the
same condition. This may be because particular aspects of self-management routines are
managed or prompted by parents and therefore children’s beliefs do not have a causal role
to play. In order to investigate this hypothesis further, studies that consider parents’ beliefs

and other systemic factors would be useful.

Emotional Representations

Emotional representations relate to feelings associated with the illness (e.g. “my illness
makes me feel angry”). Emotional Illness Representations were included in the revised
IPQ-R because Leventhal’s self-regulatory model is a parallel process including both
cognitive and emotional illness representations (Moss-Morris et al., 2002). Zugelj et al.
(2010) reported that lower emotional burden about having Hypertension was associated
with better medication taking compared to those who were able to cope with the emotional
impact of living with a chronic illness (Zugelj et al., 2010). In contrast, emotional
representations were not associated with any of the self-management behaviours in
Diabetes (Law et al., 2002) or Cystic Fibrosis (Bucks et al., 2009). Emotional

representations were not measured by other studies.

IlIness coherence

Similarly to the emotional representation subscale, the perceived coherence subscale was
included in the revised IPQ-R. Illness coherence assesses the extent to which one’s illness
makes sense or is puzzling. Although this is not a domain of Leventhal’s self-regulatory
model, Moss-Morris et al. (2002) described this as an overarching meta-cognition

reflecting the way a person evaluates there understanding or helpfulness of his/her illness
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representations. Results of studies indicated that illness coherence was not associated with
self-management in Hypertension (Zugelj et al., 2010) or Diabetes (Law et al., 2002).

Illness coherence was not measured by the other studies included in this review.
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Discussion
This review aimed to determine the extent to which illness representations can promote
understanding of self-management in childhood chronic health conditions. It highlights
those dimensions of illness representations that seem to be associated with specific self-
management behaviours within a condition.

The review has demonstrated that treatment-control beliefs have been found to be
associated with self-management in Diabetes, Hypertension and Cystic Fibrosis (Bucks et
al., 2009; Griva et al., 2000; Nouwen et al., 2009; Skinner & Hampson, 1998; Skinner &
Hampson, 2001; Skinner et al., 2002; Skinner et al., 2003; Zugelj et al., 2010). Children
and young people who believe that their condition can be controlled by treatment are more
likely to engage in more helpful self-management behaviours. Moreover, short-term
treatment-control beliefs were consistently associated with self-management. These
findings are consistent with a meta-analysis reporting that perceived controllability is
related to active coping and cognitive re-appraisal (Hagger & Orbell, 2003)..

The condition- and treatment-specific nature of illness representations was also
highlighted by this review, particularly in relation to control beliefs (Skinner & Hampson,
1998; Zugelj et al., 2010), timeline-chronicity (Bucks et al., 2009) and emotional
representations (Zugelj et al., 2010). The difference in findings between these elements of
a treatment regimen was discussed by the authors. This indicates that generalisations
across conditions or aspects of complex treatment regimens cannot be made.

Inter-correlations between illness representations dimensions were also found (e.qg.
Griva et al., 2000). This is supported with Hagger and Orbell’s meta-analysis who reported
consistent associations between control, consequences, identity and timeline dimensions

(Hagger and Orbell, 2002). Whilst each dimension was discussed individually in this
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review, it is conceivable that a combination of illness representations have a joint influence
over self-management.

Overall, the current review has highlighted that across studies the relationship
between illness beliefs and self-management varied depending on the condition and
particular aspect of the treatment regimen. However, most consistently, short-term
treatment control beliefs were most often associated with self-management in children
with chronic health conditions. Other illness beliefs had more limited/mixed findings
(timeline-chronicity, identity, emotional representations, consequences) or no/questionable
evidence (causes, illness coherence, personal control, timeline-cyclical), but have been

linked to other aspects of outcome, such as psychological well-being.

Other factors that may influence self-management

It is acknowledged that self-management is influenced by many different factors. Fielding
& Duff (1999) proposed a multi-factorial model that considers the influence of individual
factors & resources, treatment factors, family factors, social and material resources when

understanding self-management of treatment regimes.

A number of variables in addition to children/young people’s illness representations
were investigated in the articles identified for this review, namely social support (Skinner,
et al., 2000; Skinner & Hampson, 1998), personality (Skinner et al., 2002; Zugelj et al.,
2010), self-efficacy (Griva et al., 2000; lannotti et al., 2006; Nouwen et al., 2009; Zebracki
& Drotar, 2004); treatment beliefs (Bucks et al., 2009), parental illness representations
(Yoos et al., 2007), and age (Bucks et al., 2009). It is also recognised that the influence of

factors within the wider health care system also need to be considered when supporting
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children and young people to manage complex treatment regimens (e.g. access to
healthcare and patient-clinician communication; Yoos et al., 2007).

It is not within the scope of this review to explore the role these other variables
have in relation to self-management. However, studies included in this review have
indicated that illness representations may act as a mediating factor for other variables (i.e.
self-efficacy, personality and demographic factors). Further research is needed to add to
our understanding of how illness representations are associated with other variables. It is
recognised that role of parental illness representations and treatment perceptions are
particularly related to this review topic and therefore are discussed in more detail below as

directions for future research.

Parental Illness Representations

Parental factors (lannotti et al., 2006; Law, 2002) warrant further exploration in relation to
illness representations and self-management. This seems crucial considering the influence
of family at different stages of a child’s development. Moreover, research has indicated
that beliefs that clinicians and families have about a particular health condition can be very

different, which may in turn influence self-management (Yoos et al., 2007).

Treatment Perceptions

Since the self-regulation model was initially developed, treatment perceptions have
extended our understanding of illness representations and self-management of treatment
regimens (Horne, 2003). One study included in this review applied Horne’s necessity and
concerns framework to understanding self-management in children with chronic health

conditions (Bucks et al., 2009). Bucks and colleagues found that necessity beliefs were
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associated with all measures of chest physiotherapy and antibiotic use in Cystic Fibrosis.
Further research exploring the role of treatment perceptions in childhood chronic illness is

needed.

Clinical Implications

Clinically, an understanding of children and young people’s beliefs about their chronic
illness can, potentially, help to improve both outcomes and communication in medical
consultations (Petrie & Weinman, 2006).

More specifically, assessments that focus on particular beliefs, namely treatment
control, might be useful when young people are struggling to manage their treatment
regime effectively. Prevention has also been suggested by screening young people for
beliefs that put them at risk of problems related to self-management (lannotti et al., 2006).

In terms of intervention, cognitive behavioural interventions that seek to explore
individual’s cognitive perceptions (related to treatment-control) may improve self-
management in those who believe that their condition is not susceptible to treatment
control (Bucks et al., 2009; Nouwen et al., 2009). Further intervention studies
investigating the effectiveness of developmentally appropriate cognitive-behavioural
therapy (CBT) for children and young people who struggle to manage their treatment

regime is needed (Law et al., 2002).

Biases
Research studies identified have a number of biases that warrant further discussion. Firstly,
the authors acknowledged that their use of self-report methods of self-management as a

primary outcome measure raised issues of reliability and validity when compared to more
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objective measures (Bucks et al., 2009; Griva et al., 2000; Nouwen et al., 2009; Skinner &
Hampson, 2001; Skinner, John & Hampson, 2000; Zebracki & Drotar, 2004). Other more
reliable ways of measuring self-management has also been proposed namely, electronic
metered dose inhaler monitors in Asthma (Zebracki & Drotar, 2004) and multiple
informants e.g. parent report (Nouwen et al., 2009). Furthermore, Griva et al. (2000) found
that metabolic control was associated with different aspects of self-management in
diabetes. However, the authors recognised that metabolic control may also be influenced
by other factors in their study e.g. direct physiological impact of emotional distress (Griva
et al., 2000).

A second methodical issue relates to how illness representations are measured.
Whilst the majority of studies used questionnaires that explicitly mapped onto particular
dimensions of Leventhal’s illness representations, three studies did not (Iannotti et al.,
2006; Yoos et al., 2007; Zebracki & Drotar, 2004). This means that their validity in terms
of illness representations is unclear. It is recognised that questionnaires based on
Leventhal’s illness representations also had some limitations, especially when adaptations
were made to generic measures to take into account specific characteristics of each
condition. For example, it was recognised by Skinner and Hampson in their study that the
personal models questionnaire referred to self-management in very general terms rather
than exploring specific aspects of self-management (Skinner and Hampson, 2001). Skinner
et al. (2003) argued that a “combination of generic and disease specific scales is likely to
be the most efficacious way of assessing” an individual’s beliefs about their condition
(Skinner et al., 2003). Although the psychometric properties of condition specific scales
have been completed for certain conditions (e.g. diabetes), there is clearly a need to

develop the reliability and validity of scales for other less researched conditions such as

48



Cystic Fibrosis (Bucks et al., 2009). The usual constraints associated with using
questionnaires were also discussed namely, that key important beliefs may not be included
in the questionnaire. Skinner et al. (2003) attempted to overcome this bias by including the
opportunity for qualitative descriptions of individuals’ beliefs.

The cross-sectional nature of the majority of studies identified for this review is
also acknowledged as a limitation of the research in this area by authors (Bucks et al.,
2009; Griva et al., 2000; lannotti et al., 2006; Law et al., 2002; Nouwen et al., 2009;
Zebracki & Drotar, 2004). Longitudinal research would provide an indication of causality.
It could also investigate changes in illness beliefs and self-management over time in order
to identify how symptom fluctuations impact on variables (Bucks et al., 2009).

Low participant numbers (Bucks et al., 2009; Law et al., 2002; Ratcliff & Blount,
2010; Skinner et al., 2000), low response rates (Nouwen et al., 2009; Skinner & Hampson,
1998), bias towards higher socio-economic groups (Skinner et al., 2000; Zebracki &
Drotar, 2004) and high DNA rates at clinic (Skinner & Hampson, 1998) are re-occurring
problems which have limited the generalisation of these findings. Furthermore, the
condition-specific and treatment-specific nature illness representations also mean that
generalisations cannot be made at this stage.

Finally the nature of the questionnaires used in these studies means that children
and young people who are not English literature were excluded. Future research should
seek to adapt their research include participants from diverse backgrounds (Ratcliff &
Blount, 2010).

Whilst it seems that there is more evidence for the treatment-control dimension of
the illness representations model, it is recognized that studies with larger sample sizes

should seek to explore the treatment-control dimension of Leventhal’s common-sense
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model in children and young people with chronic health conditions. It is proposed that
future research should also focus on the mediating role of treatment necessity and concerns
beliefs (Horne, 2003) as well as distinguishing between short-term and long-term
treatment effectiveness beliefs when applying this model to children and young people

(Skinner et al., 2002).
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Abstract

A cross-sectional questionnaire based study is presented exploring Leventhal’s
illness representations, Horne’s treatment perceptions, Bandura’s self-efficacy, self-
management and well-being in young people with Coeliac Disease (CD) and parents. Forty
young people and 34 parents (34 parent-child dyads) were recruited from hospital
outpatient clinics in the United Kingdom.

Bivariate correlations showed that timeline-cyclical beliefs and treatment concerns
were associated with poorer self-management. In terms of well-being, timeline-cyclical,
identity and coherence were related to negative well-being, whereas treatment control was
associated with positive well-being. In terms of self-efficacy, young people with high
levels of self-efficacy were more likely to have better self-management and positive well-
being. Finally, incongruence in timeline-cyclical beliefs between young people and their
parents was related to higher parental stress.

Results are described within the context of published empirical research.
Limitations of the present study are recognised and suggestions for future research are
provided with a view to address some of these limitations. Finally, implications for clinical

practice are discussed.

Keywords: illness representations, illness beliefs, coeliac disease, paediatric, self-

management, well-being
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Introduction
What is Coeliac Disease?
Coeliac Disease (CD) is an autoimmune disease of the small intestine. The condition is
characterised by flattened villi, associated with eating foods containing gluten (i.e. wheat,
rye and barley) (Fasano & Catssi, 2005). The clinical presentation of CD in children can
vary considerably. Intestinal signs and symptoms include persistent nausea, vomiting,
diarrhoea, re-current abdominal pain, cramping and bloating (NICE, 2009). Non-intestinal
signs and symptoms include anaemia, failure to thrive, poor growth, sudden unexpected
weight loss and prolonged fatigue (NICE, 2009). Detection of the condition is further
complicated because some children with CD may not experience any obvious symptoms
(Fasano & Catassi, 2005; NICE, 2009). The range of clinical presentations associated with
the condition means that CD is under-diagnosed (Fasano & Catassi, 2005; Jones & Sleet,
2009; NICE, 2009). More specifically, it has been estimated that around 2.5 million people
with CD are still undiagnosed in Europe (Sabatino & Corazza, 2009).

Although there is currently no cure for CD, in the majority of people it can be
controlled through life-long self-management of a gluten-free diet. Possible long-term
complications of untreated CD include increased risk of infertility, bone fractures and
malignancy (NICE, 2009). Consequently, routine monitoring of children with a diagnosis
is essential to promote long-term management of the condition (Haines, Anderson &
Gibson, 2008).

A recent large European population study of 29,212 participants (adults and
children) reported prevalence figures of 1% across the sample, when screened for CD
(Mustalahti et al., 2010). This finding is consistent with a longitudinal child UK study

(Bingley et al., 2004).
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Self-Management of a Gluten-Free Diet in Coeliac Disease
Published epidemiological studies have suggested that 40-95% of children and young
people with CD are on a strict gluten-free diet (Chauhan, Kumar, Dutta, Srikanta &
Kumar, 2010; Errichiello et al., 2010; Jackson, Glasgow, & Thom 1985; Kumar, Walker-
Smith, Colyer & Halliday, 1988; Mayer, Troncone, Auricchio & Marsh, 1991; Rashid et
al., 2005). This is similar to a systematic review of adult CD research reporting rates for
strict self-management ranging from 42% to 91% (Hall, Rubin & Charnock, 2009).
Although reported rates of self-management are variable, it is clear that many
young people struggle to maintain a gluten-free diet, despite benefits to physical health. It
is likely that a combination of factors (e.g. lack of symptoms when not on a gluten-free
diet, knowledge about the disease and treatment, food labelling, availability of gluten-free
meals in restaurants and schools) may contribute to difficulties with self-management
(Roma et al., 2010). Therefore, a better understanding of the emotional, psychological and
socio-cultural factors associated with self-management is likely to enable health
professionals to support young people to better manage their gluten-free diet (Mulder &

Cellier, 2005).

Emotional and Behavioural Problems associated with Coeliac Disease in young
people

The prevalence of emotional and behavioural difficulties in children and young people
with CD is unknown (Niederhofer & Pittschofer, 2006). Mixed findings across available
studies make it difficult to draw conclusions. For example, anxiety and depression
(measured by Hospital Anxiety and Depression Scale) were not significantly different

from controls in a sample of 124 young people and young adults (age 12-25 years old)
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(Calsbeek et al., 2006). Similarly, no significant difference in prevalence of anxiety,
depression or “disruptive behaviour disorder” problems at school was reported in a sample
of 29 young people with CD (Pynnonen et al., 2004). However, when Pynnonen et al.
(2004) took into account the lifetime prevalence of difficulties, significantly higher
lifetime prevalence of “major depressive disorder” and “lifetime disruptive behaviour
disorder” in young people with CD compared to controls was found. Furthermore,
depressive disorder and disruptive behaviour disorder before diagnostic biopsy was higher
in the CD group (compared to controls) (Pynnonen et al., 2004).

Two studies compared emotional and behavioural difficulties before and after
commencing a gluten-free diet (Pynnonen et al., 2005; Pynnonen et al., 2005). Results
indicated an improvement in “depressive symptoms”, behavioural difficulties (Pynnonen
et al., 2005) and symptoms associated with ADHD (Niederhofer & Pittschofer, 2006).
Whilst the authors attribute medical explanations for improvements, is also important to
explore possible psychosocial factors that might also contribute to these changes, such as
young people’s beliefs about CD, their confidence in being able to manage their condition

and improvements in physical well-being associated with self-management.

Health related quality of life and psychological well-being of children with Coeliac
disease.

Health related quality of life (HRQoL) in children with CD is reported to be similar to the
general population (Kolsteren, Koopman, Schalekamp & Mearin, 2000). In particular,
research has shown that the majority of children and young people have good family
integration, good social relationships and good school integration (Errichiello et al., 2010).

This indicates that the majority of young people with CD are resilient and have adapted
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well to living with the condition. In contrast, a disease specific quality of life (QoL)
measure (Celiac Disease DUX - CDDUX) indicated that overall, young people with CD
experience poor to neutral quality of life (van Doorn, Winker, Mearin, Koopman, 2008).
The authors explain this discrepancy in outcomes by highlighting the different
questionnaires used to assess QoL across studies (van Doorn, Winker, Mearin, Koopman,
2008). Moreover, it is recognised that the available studies have methodological problems,
such as a small sample sizes, no differentiation between children and young people and no
age-matched control groups (Wagner et al., 2008). Consequently, findings are not
conclusive.

Previous research has explored HRQoL within the context of dietary self-
management. Wagner and colleagues (2008) found that young people who did not manage
their gluten-free diet reported lower QoL, more family problems, problems in their social
time and lower well-being than those who were able to manage the gluten-free diet well.
Likewise, a study in India identified that those who did not maintain a gluten-free diet
were more likely to spend most of their time alone, were tired easily, less interested in
school, afraid of new situations, felt sad and unhappy and had trouble concentrating
(Chaudan et al., 2010). These findings suggest that if young people are able to self-manage
their gluten-free diet, their QoL is likely to be good (Wagner et al., 2008).

Although the majority of young people do seem to adjust well to their condition, it
is recognised that there are significant challenges that young people with CD face on a
daily basis. Research has highlighted issues such as the stigma of having coeliac disease
(Olsson, Lyon, Hornell, Ivarsson & Sydner, 2009), impact on social activities (Errichiello
et al., 2010; Rashid et al., 2005), eating at restaurants and poor palatability of food (Roma

etal., 2010). It is argued that social restrictions associated with managing a gluten-free
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diet might have a negative impact on QoL, even though physical health has improved
(Strating, 2008). Moreover, having asymptomatic CD may also be a reason for not
managing the gluten-free diet well (Roma et al., 2010). In addition to these clinical reasons
for variability in outcomes, the method of measuring HRQoL across studies needs to be
highlighted. It is conceivable that methodical inconsistencies across studies may also be
impacting on outcomes (van de Water & Mulder, 2009).

Taken together, the research indicates that some young people do not effectively
manage a strict gluten-free diet, and some may experience poorer QoL and psychological
well-being. Although a series of possible explanations have been proposed by authors for
these issues, no clear theoretical framework has underpinned these studies. Taking this into

consideration, a theoretically driven research study is now required.

Theoretical Underpinnings of the Research

Leventhal’s Self-regulation theory (Leventhal, Brissette & Leventhal, 2003) and Bandura’s
self-efficacy theory (Bandura, 1997) have provided frameworks to understand self-
management and psychological well-being in young people with chronic health conditions.
It is therefore proposed that these theories could be applied specifically to CD in order to
understand the factors that relate to dietary self-management and well-being in young

people.

Self-Regulation Theory
Self-regulation theory proposes that a person’s knowledge and experience of an illness
influences their beliefs about their condition (Leventhal et al., 2003). Five main

components to cognitive illness representations have been suggested by Leventhal,
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namely: 1) identity (i.e. symptoms associated with the illness), 2) timeline (i.e.

acute/chronic), 3) causes, 4) consequences (i.e. negative impact on life), and 5)

controllability (i.e. perceived as preventable, curable or controllable) (Leventhal et al.,

2003). These cognitive representations influence, coping strategies, emotional responses to

the illness and illness-specific behaviours such a self-management (Dempster, McCorry,

N., Brennan, Donnelly, Murray, Johnston, 2011; Petrie & Weinman, 2006). Finally, it is

suggested that illness representations and/or coping strategies are amended as individuals

appraise the effectiveness of specific action plans for controlling/curing their condition

(Dempster et al., 2011; Leventhal et al., 2003). Therefore, it is suggested that self-

regulation theory provides a useful framework to understand both treatment self-

management and psychological adjustment to chronic health problems (Edgar & Skinner,

2003) (see Figure 1).

Cultural and Social Information

A 4

Representation Coping
of health threat
> Procedures — Appraisal
/ (Iliness
Situational
Stimuli <
Internal
Representation
of emotion - -
: Coping Appraisal
(Emotional Procedures PP

Figure 1: The common sense model (CSM) of self-regulation (based on Leventhal et al.,

2003; Leventhal, Leventhal & Contrada, 1998)
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The importance of theory-driven research is well recognised (Wallander, 1992). No
published studies have specifically explored Leventhal’s Self-regulatory theory in young
people with CD. One recent study found that internal locus of control was associated with
better dietary self-management in children with CD when compared to children with less
internal locus of control (Bellini et al., 2011). Although internal locus of control is similar
to the personal control domain of illness representations, the authors did not explicitly
map internal locus of control onto Leventhal’s illness representations.

In terms of other chronic illnesses, empirical support for self-regulation theory has
been encouraging when applied to young people with diabetes, hypertension, and cystic
fibrosis (Bucks et al., 2009; Griva, Myers & Newman, 2000; Nouwen, Law, Hussain,
McGovern, & Napier, 2009; Skinner et al., 2003; Skinner & Hampson, 2001; Skinner,
Hampson & Fife-Schaw, 2002; Skinner & Hampson, 1998; Zugelj et al., 2010). In
particular, strong and consistent findings across studies have shown that treatment control
beliefs are a significant predictor of dietary self-management in young people with
diabetes (e.g. Nouwen et al., 2009; Skinner et al., 2003; Skinner & Hampson., 1998;
Skinner et al, 2000; Skinner et al., 2002). In terms of well-being, links have been reported
between perceived negative consequences of living with diabetes and anxiety (e.g. Law,
Kelly, Huey, & Summerbell, 2002), positive well-being, depression, general well-being

(e.g. Skinner et al., 2000) and diabetes distress (e.g. Nouwen et al., 2009).

Self-Efficacy
Self-Efficacy is defined as a person’s confidence in their own capabilities to carry out a
particular behaviour necessary to produce a desired outcome (Bandura, 1997). Bandura

(1997) proposes that this sense of personal control is important in order to manage chronic
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health conditions successfully. More specifically, it is suggested that self-efficacy can
influence whether individuals decide to change their health behaviours, their motivation to
succeed, as well as their ability to cope with setbacks (Bandura, 1997). In addition to self-
management, it is suggested that self-efficacy can impact on psychological well-being,
such that those who believe in their own self-management abilities are more likely to have
less emotional distress related to their condition (Bandura, 1997; Carr, 2006).

Studies have confirmed that young people with higher self-efficacy have better
self- management of diabetes (e.g. Ott, Greening, Patardy, Holderby & DeBell, 2000) and
asthma (e.g. Rhee, Belvea, Ciurzynski & Brasch, 2009). Similarly, a recent meta-analysis
of adult studies concluded that self-management in diabetes was associated with higher

self-efficacy (Gherman, Schnur, Montgomery, Sassu, Veresiu, & David, 2011).

Treatment Perceptions

In addition to illness representations, a more detailed understanding of how people
perceive their treatment regimens is warranted when exploring variation in self-
management (Horne, 2003). Horne (2003) has explored perceptions of necessity (i.e.
perceived personal need for treatment) and concerns about negative effects (i.e. belief
about side effects of treatment and adverse effects of treatment on daily living). Horne
(2003) makes a clear distinction between treatment control beliefs (measured by the IPQ-
R) and necessity beliefs. He highlights that someone may believe that treatment is effective
(treatment control) but yet not perceive a personal need for it (necessity) (Horne, 2003).
Published studies have provided support for treatment perceptions. For example, self-
management (i.e. chest physiotherapy and antibiotic use) was positively correlated with

necessity beliefs in chronic health conditions (e.g. childhood cystic fibrosis; Bucks et al.,
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2009), adults with haemophilia (Llewelyn, Miners, Lee, Harrington, Weinman, 2003) and
adults with non-malignant chronic pain (Nicklas, Dunbar, & Wild, 2009). Similarly,
concerns beliefs were negatively correlated with self-management (e.g. Horne &
Weinman, 2002; Llewelyn, Miners, Lee, Harrington, Weinman, 2003; Nicklas, Dunbar, &

Wild, 2009).

No published studies have used these theoretical frameworks to explore dietary self-

management and well-being in young people with CD.

Parental IlIness Representations

It is recognised that parents play an important role in the development of their child’s
beliefs and self-management of treatment regimens (Eiser & Kopel, 2004). Researchers
have found differences between adolescents' and their parent’s illness representations in
chronic illness (Salewski, 2003), diabetes (Law, 2002; Olsen, Berg, & Wiebe, 2008) and
asthma (Yoos et al., 2007). However, the influence of this similarity or dissimilarity (in
ilIness representations) on self-management and well-being had mixed results. Although
reasons for a lack of consistency across studies are unclear, it has been suggested “dyadic
perceptions” may be illness specific (Dempster et al., 2011). In terms of CD, a study in
India showed that young people’s self-management was better when parents had a good
understanding of CD (Chauhan et al., 2010). However, comparisons between parent and
child illness representations were not made. Taking this into consideration, research

exploring parent and child illness representations in CD is warranted.
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The current research aims to give us a better understanding of the beliefs young

people and their parents have about CD. In turn, this may contribute to the development of

interventions that could improve the management of CD (Leventhal et al., 2003).

The following hypotheses will be tested (see Table 1):

Table 1: Hypotheses
Hypothesis

1 Young People’s illness representations (IPQ-R subscales) will be associated with
self-reported dietary self-management (self-management: total score).

2 Young People’s illness representations (IPQ-R subscales) will be associated with
well-being (KIDSCREEN: total score and SDQ: total score).

3 Treatment perceptions (necessity and concerns) will be associated with dietary
self-management (Self-Management: total score).

4 Young People’s dietary self-efficacy (Self-efficacy) will be associated with
dietary self-management (SDQ: total score).

5 Young People’s dietary self-efficacy (Self-efficacy) will be associated with well-
being (KIDSCREEN: total score).

6 Incongruence of illness perceptions between young people and their parents is

hypothesised to relate to the well-being of young people (KIDSCREEN: total
score; SDQ: total score) and to parental well-being (DASS-21).
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Method
Participants
Young people aged 11-18 years old and their parents were recruited from three hospital
CD out-patient clinics in England and Scotland. Age range of participants was guided by
the measures used. Young people newly diagnosed with CD (in last six months), or with a
co-morbid diagnosis of Diabetes, nut allergy or learning disability were excluded from the
study, along with those not literate in English.

It is estimated that sixty-six young people were identified as potential participants
across the three host sites. Forty (61% response rate) young people consented to take part
in the study (9 boys, 31 girls) aged 11-17 years old (Mdn= 13.57, IQR=2.53). Thirty-four
parents, aged 37- 65 years old (Mdn=44.38, IQR=8.88), completed questionnaires (8 men,
26 women). Of these participants, thirty-four were matched pairs (i.e. young person and

their parent).

Age
Young people who participated in the study were 11-17 years old (Mdn= 13.57,

IQR=2.53). Parents’ age range was 37-65 years old (Mdn=44.38, IQR=8.88).

Ethnicity
Young people: 51.2% (n=21) described themselves as White-British, 43.9% (n=18) as
Asian/British-Asian and 2.4% (n=1) as Black. Parents: 61.8% (n=21) were classified as

White-British, 32.3% (n=11) as Asian or British-Asian and 2.9% (n=1) as Black.
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Parents’ Marital Status
The majority of parents were married (n=26; 78.8%). The remainder described themselves
as single (n=2; 6.1%), cohabiting (n=2; 6.1%), divorced (n=2; 6.1%), or separated (n=1;

3%).

Parents’ Education

Parents’ level of education varied across the sample (see Fig 2).

missing data School

education, no

gualifications
n=1(3%)

vocational
training/ n=3(9%) —

qualifications

n=4(12%) N

Post-Graduate
gualifications
n=8 (23%)

qualifications
n=4 (12%)

Figure 2: Parents’ education

Parents” Occupation
26.5% (n=9) of parents were in a professional occupation, 32.4% (n=11) managerial or
technical, 8.8% (n=3) manual skilled, 5.9% (n=2) partly skilled and 11.8% (n=4) described

themselves as home-makers.

Co-morbidity and Food Intolerances
Co-morbid conditions were present in 25% of young people and included thyroid disease
(n=1), asthma (n=3), heart murmur (n=1), enuresis (n=1), eczema (n=2), dyslexia (n=1)

and Asperger’s Syndrome (n=1). Similarly, the majority of young people did not have
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other food intolerances (85.4%, n= 35), with a minority reporting intolerance to dairy

(n=2), yeast (n=1), custard and eggs (n=1).

Design

A cross-sectional questionnaire-based design was employed. The study was designed to
explore illness representations, treatment perceptions, dietary self-efficacy, self-
management and wellbeing in young people with CD. Additionally, comparisons of illness
representations between young people and parents aimed to identify if dissimilarity (in

iliness representations) was related to well-being.

Ethical Approval
The research study was approved by the National Research Ethics Service, Derbyshire
Research Ethics Committee (appendix 12) and Research and Development departments

from each of the three research sites (appendix 13).

Materials

Young people and parents who consented to participate were asked to each complete a
questionnaire pack. A summary of each questionnaire including subscales, exemplar items
and guidelines for interpreting scores and psychometric properties of each questionnaire is

provided below.

The Revised Iliness Perception Questionnaire (IPQ-R; Moss-Morris, Weinman, Petrie,

Horne, Cameron & Buick, 2002) was completed by young people and parents. The young

person version is a 57-item measure comprises 8 scales. The first scale (illness identity)
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asks participants to answer yes/no to experiencing 20 specific symptoms (e.g. tummy
pain). Symptoms specific to CD were included in the identity scale. They were also asked
to answer yes/no to whether they think each symptom is due to their illness. The other 7
scales ask participants to rate (on a 5-point Likert scale) the extent to which they agree or
disagree with a range of statements. These scales are designed to measure the participants’
ilness perceptions in relation to timeline- acute/chronic (e.g. “My CD will last for a long-
time”), timeline-cyclical (e.g. “Sometimes | have symptoms and sometimes they go
away”), consequences (e.g. “My CD has a big impact on my life”’), personal-control (e.g.
“There is a lot I can do to control my symptoms”), treatment-control (e.g. “My gluten-free
diet can control my CD”), illness coherence (e.g. “My CD doesn’t make any sense to me”)
and their emotional representations (e.g. “My CD makes me feel angry ). The authors
report good internal reliability, re-test reliability and predictive validity (Moss-Morris et
al., 2002). Moreover, validation studies specifically applied to young people showed good
internal consistency, and construct validity (Skinner et al., 2002). Eight additional items
were added to the questionnaire to measure treatment perceptions related to a gluten-free
diet, based on the Beliefs about Medicines Questionnaire (BMQ) developed by Horne et
al. (1999). Horne, reports acceptable test-retest reliability (0.60-0.78) and internal
consistency values in the specific-necessity and concerns subscales in diabetes (0.74 and
0.80).

A parental 76-item version of the IPQ-R was developed to measure parents’ beliefs
about their child’s Coeliac Disease (9 scales). Sub-scales were designed to measure the
participants’ illness perceptions in relation to: illness identity (e.g. “Abdominal pain™),
causes (e.g. “Hereditary — it runs in my family”), timeline- acute/chronic (e.g. “My child’s

CD will last for a long-time "), timeline-cyclical (e.g. “My child’s CD does not make any
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sense to me”’), consequences (e.g. “My child’s CD has major consequences on my life”),
personal control (e.q. “The is a lot which I can do to control my child’s symptoms”) ,
treatment control (e.g. “My child’s gluten-free diet can control his or her CD”) , illness
coherence (e.9. “My child’s CD does not make any sense to me), and their emotional
representations (e.g. “My child’s CD makes me feel angry”). Guidance on how scores

have been interpreted is provided in table 2.

Table 2: Interpreting IPQ-R scores

Subscale

Identity Higher score is indicative of stronger illness identity

Timeline Higher score is indicative of longer duration

acute/chronic

Consequences Higher score is indicative of more negative consequences

Personal Higher score is indicative of more personal control

Control

Treatment Higher score is indicative of more treatment control

control

Coherence Higher score is indicative of more puzzlement/confusion

Timeline Higher score is indicative of more the CD seems fluctuate

Cyclical

Causes Higher score (for each item) indicative of how extent each is believed to
be a cause of CD

Emotional Higher score is indicative more negative emotions associated with CD

Representations

Treatment Higher score is indicative of greater perceived necessity for treatment

Necessity

Treatment Higher score is indicative of more concern related to treatment

Concerns

Self-efficacy for following your Gluten- Free Diet. This dietary self-efficacy measure was
based on previous literature (adapted from Senecal, Nouwen, & White, 2000). Further
modifications were made following a pilot study (employing focus group methodology) to
tailor the items more specifically to managing a gluten-free diet in young people with

coeliac disease and their parents. The resulting measure is a 29-item questionnaire. Each
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item asks participants to rate (on an 11-point Likert scale) how confident they are in their
ability to manage their gluten-free diet in specific situations that are common barriers to

dietary self-management (e.g. “when I'm watching television at home”).

Strength and Difficulties Questionnaire (SDQ; Goodman, 1997). The SDQ measures the
psychological well-being of children and young people. The self-report questionnaire
consists of five scales namely emotional symptoms, conduct problems, hyperactivity-
inattention, peer problems and pro-social behaviour (5 items per scale). Participants
indicate how much each item applies to them using a 3-point Likert scale from ‘not true’ to
‘certainly true’ (e.g., “I worry a lot”). In the parent version, participants indicate how
much each item applies to their child using a 3-point Likert scale (e.g., Many worries,
often seems worried”). Higher scores, in both versions, indicate more difficulties.
Reported psychometric properties of the SDQ include satisfactory reliability in a
nationwide epidemiological sample, judged by internal consistency, inter-rater reliability

and from test-retest stability (Goodman, 2001).

KIDSCREEN -27: Health Questionnaire for Children and Young People — Child and
Adolescent version (The Kidscreen Group Europe, 2006). This standardized cross-national
questionnaire measures health related quality of life (HRQoL) in children and young
people. The 27-item measure comprises of 5 HRQoL scales: Physical Wellbeing (e.g., “In
general, how would you say your health is? ), Psychological Wellbeing (e.g. “Has your
life been enjoyable? ), Autonomy & Parent Relations (“Have you had enough time for
yourself?”), Social Support & Peers (e.g. “Have you spent enough time with your

friends? "), School Environment (e.g. “Have you been happy at school”). A higher total
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score indicates better HRQoL. Internal consistency values were reported as 0.61-0.74 for

different subscales of the questionnaire (Ravens-Sieberer et al., 2007).

Depression Anxiety Stress Scale 21 (DASS 21; Lovibond & Lovibond, 1995). This is a 21-
item questionnaire comprising of 3 scales measuring, depression, stress, and anxiety. Each
item asks participants to rate (on a 4-point Likert scale) the extent to which a statement
applied to them over the last week. Bieling, Cox, Murray, & Swinson (1998) report that
the DASS 21 achieved good internal consistency and demonstrated good concurrent
validity with the original 42 item DASS. Higher scores, across all three subscales, indicate

greater levels of depression, stress and anxiety.

About You. Participants were asked for general demographic information together with

information related to diagnosis and dietary self-management.

About your gluten-free diet. Young people are asked to rate (on a 5-point Likert scale) how
often they have knowingly eaten foods containing gluten while at home and away from
home (in the last two weeks and generally). They are also asked to rate (on a 5-point Likert
scale) their concerns about accidentally eating gluten. Higher scores indicate poorer self-
management and more concerns. Parents are asked the same questions about their child’s

gluten-free diet.
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Internal Consistencies

It is recognised that reliability depends on the questionnaire being used and the sample
beginning tested (Streiner, 2003). Therefore, the internal consistency for each subscale was
calculated (see Table 2). Results showed that Cronbach’s alphas ranged between 0.52-
0.97. Guidance on acceptability of alpha levels have been categorised with >_0.90
described as excellent, > 0.80 good, > 0.70 acceptable, > 0.60 questionable, > 0.50 poor,
and <0.50 unacceptable (George & Mallery, 2002). It was decided to include subscales
rated as “questionable” or “poor” for exploratory purposes. However, they have been

highlighted in Table 3 and are interpreted with caution.
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Table 3: Internal Consistency Values

Young Person: Young Person: Parent: Parent:

IPQ-R Cronbach’s Alpha | IPQ-R Cronbach’s Alpha

Identity 0.84 Identity 0.85

Timeline 0.79 Timeline 0.77

Consequences 0.52 Consequences 0.57

Personal Control 0.53 Personal Control 0.68 (0.72 when
item IP14 removed)

Treatment Control 0.64 Treatment Control 0.56

IlIness Coherence 0.89 Iliness Coherence 0.80

Timeline Cyclical 0.78 Timeline Cyclical 0.80

Emotional 0.88 Emotional 0.40 (0.83 when

Representations Representations item IP33 removed)

Necessity 0.82

Concerns 0.72

Young Person: 0.97

Self-Efficacy

Young Person: 0.78 Parent: SDQ -total | 0.84

SDQ-total score score (not including

(not including pro- pro-social)

social)

Young Person: Parent: DASS

KIDSCREEN

Physical Well-Being | 0.86 Depression 0.86

Psychological 0.79 Anxiety 0.73

Well-being

Autonomy & Parent | 0.86 Stress 0.91

Relations

Social Support and 0.88

Peers

School Environment | 0.77

Self-management 0.89 Self-management 0.92

Note: Highlighted values indicate ‘poor’ or ‘questionable’ internal consistency
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Procedure
Methods of recruitment varied across host sites. A detailed account of the procedure for each
site is provided in appendix 10. However, a general summary is given below:

A covering letter (appendix 9) and information sheets (appendix 6) were sent by the
local coeliac care team to young people and parents who met inclusion criteria at least one
week before their child’s coeliac care review. Information sheets invited young people and
their parents to take part in the research study. It also explained the rationale for the research,
method, confidentiality, consent and their right to withdraw from the study at any point.

Young people and their parents were given the option to discuss the research in more
detail with the chief investigator (Charlotte Tolgyesi) or principal investigators after their
coeliac review appointments. Potential participants who made an informed choice to
participate in the study were asked to sign a written consent form (appendix 8). If the young
person was under 16 years of age, consent was also obtained from parents or from those in
loco parentis.

Participants who had received a letter in the post before clinic were provided with the
option to complete questionnaires either during the clinic or at home. Questionnaires took
approximately 25-30 minutes to complete (appendix 5). The chief investigator and/or
principal investigators were available to answer questions related to the study.

Participants who were unable to complete the questionnaires during the clinic, were
able to complete the questionnaires at home and return them in a stamped addressed envelope
to the University. Contact details of the researchers were provided to all participants should

they have any questions related to the research.
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Some young people did not attend clinic during the data collection phase of the study.

These young people and parents were identified by the young person’s coeliac medical care

team and were sent a research pack by their Consultant Paediatric Gastroenterologist. The
research pack contained a letter from their Consultant or Dietitian, participant information
sheets (appendix 7), young person questionnaire booklet, parent questionnaire booklet and
written consent forms. Those who decided to participate in the research were asked to post
completed questionnaires and signed consent forms to the chief investigator using the

envelopes provided.
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Analysis
Data were analysed using SPSS (PASW Statistics 18). Screening was conducted to check the
data for errors. Kolmogorov-Smirnov was used to test for normality prior to the conducting of
parametric or non-parametric analyses.

Descriptive statistical analysis was used to describe demographic characteristics of the
sample as well as detailing frequencies, mean and standard deviations of predictor and
outcome variables. Where data were not normally distributed, median and interquartile ranges
are presented. Paired t-tests (or Wilcoxon tests) were used to compare scores between young
people and their parent. Independent t-tests (or Mann-Whitney tests) were conducted to
explore for gender differences (see appendix 11).

Bivariate correlational analysis (Pearson’s r and Spearman’s rho) explored
relationships between illness representations, treatment perceptions, self-efficacy, well-being
and dietary self-management in young people and their parents. Regression analyses were not
conducted due to the small sample size and non-parametric data for some of the dependent
variables, thus violating some of the assumptions for such analysis. Finally, where significant
differences between young people and their parent’s illness representations existed,
“difference scores” were calculated by subtracting the parent score from the child score.
Bivariate correlations were then completed between “difference scores” and variables
assessing psychological well-being, in order to determine if incongruence between young
people and their parent’s beliefs were associated with well-being.

To avoid type 1 errors due to multiple correlations, the more conservative p value of

0.01 was used throughout.
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Results
Hypothesis testing
Hypotheses were tested using bivariate correlations. Only results significant to 0.01 were
included to reduce the likelihood of type-1 errors. In order to determine the combined effects
of illness representations on self-management and well-being, a regression analysis was
planned. According to Dancey and Reidy (1999) studies should have at least 15 participants
per variable when using multiple regression. Taking this into consideration, the present
study’s sample size was not sufficient and would mean that results would not be generalizable
and conclusions “invalid” (Dancey & Reidy, 1999). Therefore, multiple regression analyses

were not used to test the following hypotheses.

Hypothesis 1:
Young People’s illness representations (IPQ-R subscales) will be associated with self-

reported dietary self-management (Self-Management: total score).

When self-management was correlated with illness representations, poorer self-management
(self-report) was positively and moderately associated with young people’s timeline-cyclical
beliefs (rs=0.47, p<0.01; 2-tailed). Therefore, those who believed that their condition
fluctuated had poorer self-management. Dietary self-management was not associated with any

other illness representations.
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Hypothesis 2:

Young People’s illness representations (IPQ-R subscales) will be associated with well-being

(KIDSCREEN: total score and SDQ: total score)

Bivariate correlations were completed between measures of well-being in young people (i.e.

KIDSCREEN total scores and SDQ total scores) and their illness representations (IPQ-R

subscales) (see Table 4).

Table 4: Bivariate Correlations: Iliness representations and well-being (young people)

IlIness representation

Psychological distress
(SDQ :total score)

Positive Well-being
(KIDSCREEN: total score)

Identity (.41*%) (-.45**)
Timeline acute-chronic (-.12) (.10)
Consequences .38 -.32
Personal Control 14 -.22
Treatment Control (-.46**) (.25)
Coherence (.41**) (--32)
Timeline-cyclical (.40) (-.41*%*)
Emotional 31 -.10

Representations

Note: **p<0.01

Correlations using Spearman’s rho displayed in brackets.

Stronger illness identity was associated with a greater psychological stress (SDQ: total score)

and lower well-being (KIDSCREEN: total score). Iliness coherence and lower perceived

treatment control were also associated with higher levels of psychological stress (SDQ: total

score). Finally, timeline cyclical beliefs were negatively correlated with well-being
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(KIDSCREEN: total score). Other individual components of illness representations were not
associated with well-being.

Overall, results provided partial support for the role of illness representations to well-
being in young people. Bivariate correlations demonstrated moderate strength associations
between four components of illness representations and well-being (KIDSCREEN: total
score) and/or psychological distress (SDQ: total score). However, as the completion of
regression analysis was not appropriate, the combined effects and unique contribution of each

predictor variable could not be assessed.

Hypothesis 3:
Treatment necessity beliefs (necessity) and treatment concern beliefs (concerns) will be

associated with dietary self-management (self-management: total score)

Necessity beliefs were not significantly associated with self-management (self-report and
parent-report (see Table 17). The concerns treatment beliefs subscale specifically assesses
beliefs about the negative impact of a gluten-free diet on daily life. This is different to the
consequences subscale of the IPQ-R, which assesses the perceived negative impact of CD on
life. When the concerns subscale was correlated with dietary self-management, young people
who report fewer concerns associated with managing a gluten-free diet reported better dietary

self-management (rs=0.43, p<0.01) (See Table 5).
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Table 5: Bivariate correlations: necessity and concerns for treatment and

self-management.

Variable “Necessity” for “Concerns” for
treatment treatment
N Correlation | Sig Correlation | Sig
co-efficient | (2-tailed) | co-efficient (2-tailed)

Self-Management 39 -0.21 0.209 0.43** 0.006
(self-report)
(Spearman’s rho)
Self-Management 34 -0.21 0.225 0.22 0.222
(parent-report)
Spearman’s rho)

Note: ** p<0.01

Overall, these results only partially support the hypothesis. Although, necessity beliefs were

not related to self-management, findings indicated that young people with fewer concerns

related to self-management were more likely to have better self-management (when measured

by self-report).

Hypothesis 4:

Young people’s dietary self-efficacy will be associated with dietary self-management (self-

management: self-report).

Bivariate correlations showed that self-efficacy was strongly correlated with self-management

(rs=-0.72, p<0.001). Therefore, those with high levels of self-efficacy were more likely to

have better self-management.
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Hypothesis 5:
Young people’s dietary self-efficacy will be associated well-being (KIDSCREEN: total score

& SDQ: total score).

Self-efficacy was moderately associated with well-being measured by SDQ (self-report): total
score (rs=-0.54 p<0.01) and KIDSCREEN: total score (rs=0.50; p<0.01). More specifically,
young people’s self-efficacy was associated with higher levels of physical wellbeing (rs=-0.42,
p<0.01), psychological well-being (rs=-0.50, p<0.01) and parent relations and autonomy

(rs=0.42, p<0.01) (see Table 6).

Table 6: Bivariate correlations: self-efficacy and well-being.

Young people: Self-Efficacy

(Spearman’s rho)

N Correlation Sig (2-tailed)

Co-efficient

SDQ: Total Score (self report) 38 -0.54** 0.002
SDQ : Total score (parent report) 33 -.38 0.31
KIDSCREEN: Total Score 39 0.50** 0.001
KIDSCREEN: Physical well-being 39 -0.42** 0.001
KIDSCREEN: Psychological 39 -0.50** 0.001
well-being
KIDSCREEN: Parent relations and 39 0.42** 0.008
autonomy
KIDSCREEN: Social Support 38 0.15 0.372
KIDSCREEN: School 37 0.32 0.056
**p<0.01

Overall, results provided strong support for hypothesis 5, in that young people with high
levels of self-efficacy were more likely to have positive well-being and lower levels of self-

reported psychological distress.

84



Hypothesis 6:
Incongruence of illness perceptions (between young people and their parents) is hypothesised
to relate to well-being (KIDSCREEN: total score, SDQ: total score,

DASS-21).

Young people’s and their parents’ illness perceptions were predominately similar with only
timeline-cyclical beliefs significantly different (z=3.36, p<0.01), such that young people
believed more in the cyclical nature of their CD (see Table 3). Given this, hypothesis 6 was
tested by calculating the difference between young people and their parent’s scores for
timeline-cyclical beliefs. Bivariate correlations were then completed between this new
‘difference’ variable and psychological well-being (measured by the SDQ, KIDSCREEN &
IPQ-R emotional representations).

Results indicated that incongruence between young people and their parent’s timeline-
cyclical beliefs were not related well-being in young people. However, incongruence between
young people and their parents time-line cyclical beliefs were related to higher levels of stress
in parents (measured by DASS: stress subscale) (rs=0.54; p<0.01). This indicates that when
young people perceive their CD to fluctuate more than their parents, their parents are more

likely to experience stress.

In summary, timeline-cyclical beliefs and treatment concerns were associated with poorer self-
management. In terms of well-being, young people with a stronger illness identity and who
believed their condition fluctuated (timeline-cyclical) reported less positive well-being

(KIDSCREEN: total score) and higher levels of psychological distress (SDQ: total score).
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Whereas psychological distress (SDQ: total score) was associated with less treatment control,
more puzzlement (coherence) and a strong illness identity. Contrary to empirical literature,
treatment control and consequences were not related to self-management and well-being
respectively.

In terms of self-efficacy, young people with high levels of self-efficacy were more
likely to have better self-management and positive well-being KIDCSREEN: total score).
Finally, incongruence in timeline-cyclical beliefs in young people and their parents was

related to higher parental stress (DASS: stress subscale)
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Discussion

To our knowledge this is the first study exploring Leventhal’s illness representations,
Horne’s treatment perceptions and Bandura’s self-efficacy in a clinical sample of young
people with CD. Furthermore, the inclusion of parental illness representations strengthens the
research.

In the present study, dimensions of illness representations and self-efficacy were
related to self-management and well-being. In terms of well-being, young people with a
stronger illness identity and those who believed their condition fluctuated (timeline-cyclical)
reported less positive well-being (KIDCSREEN: total score) and higher levels of
psychological distress (SDQ: total score), whereas psychological distress (SDQ: total score)
was associated with less treatment control, more puzzlement (coherence) and a strong illness
identity. Poorer self-management was associated with timeline-cyclical beliefs and more
treatment concerns. Higher levels of self-efficacy were related to better self-management and
positive well-being (KIDSCREEN: total score). Finally, incongruence in timeline-cyclical
beliefs in young people and their parents was related to higher parental stress (DASS: Stress
subscale).

Findings of the present study are theoretically logical, although the extent that they are
confirmed by published studies is mixed. For example, whilst identity and treatment control
were related to well-being in a meta-analysis of adult studies (e.g. Hagger and Orbell, 2002),
few studies have explored illness coherence and timeline cyclical beliefs (e.g. Law et al.,
2002; Sawicki, Seller & Robinson, 2011). Possible reasons for this might be that these two
subscales were not included in the original version of the illness perception questionnaire

(Moss-Morris et al., 2002; Weinman et al., 2006) and low internal consistency values when
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they have been measured (e.g. Bucks et al., 2009). Taking this into consideration, future
research should seek to determine the role of timeline-cyclical beliefs and coherence in
children with chronic illnesses.

Contrary to published empirical studies, treatment control and consequences
dimensions were not significantly related to dietary self-management and well-being
respectively in the present study (e.g. Law, Kelly, Huey, & Summerbell, 2002; Nouwen et al.,
2009; Skinner et al., 2003). It is argued that treatment control and consequences beliefs should
not be completely discounted in CD, but rather further research should seek to distinguish
between short-term and long-term beliefs (Skinner & Hampson, 2001). This argument is
supported by published research indicating that perceived effectiveness of treatment to control
diabetes in the short-term (short-term treatment control) has been correlated with better
dietary self-management in diabetes (e.g. Nouwen et al., 2009; Skinner & Hampson, 1998). In
contrast, beliefs about the prevention of complications (long-term treatment control) were not
predictive of self-management in diabetes (Skinner & Hampson, 2001). Similar distinctions
have been made for short-term and long-term consequences beliefs (Skinner & Hampson
2001). Furthermore, psychometric issues associated with the treatment-control and
consequences subscales of the IPQ-R in this study provides additional support for the
development or adaptation of a questionnaire distinguishing between short-term and long-term
beliefs in CD.

In the present study, illness and treatment perceptions were considered in isolation.
However, it has been suggested that timeline cyclical beliefs and necessity beliefs may be
inter-related (Horne and Weinman, 2002). It is therefore suggested that future research should

explore the joint effects of treatment and illness perceptions on self-management.
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Self-efficacy has been consistently correlated with dietary self-management (Griva,
Myers & Newman, 2000; lannotti et al., 2006; Nouwen et al., 2009) and well-being (Nouwen
et al., 2009) in young people with diabetes. Similarly, concern beliefs have been negatively
related to preventer medication in adults with asthma (Horne & Weinman, 2002). These

studies provide strong support for findings related to CD in the present study.

The present study attempted to obtain an understanding of the role of parents’ beliefs
in the process of self-management. Previous research has reported differences between parents
and young people’s illness representations (i.e. perceived consequences and emotional
representations) in diabetes (Law, 2002; Olsen, Berg & Wiebe, 2008). These findings were
not consistent with the current study, but rather timeline-cyclical beliefs (i.e. belief that CD
comes and goes in cycles) were significantly different in young people and parents. It is
recognised that inconsistencies may be due to a series of different factors (e.g. specific
characteristics of each condition, low internal consistencies of consequences scale). However,
replication with a larger sample size and also across other chronic illnesses is needed before
conclusions can be made. Similar to findings published by Olsen et al. (2008), the present
study indicated that dissimilarity between the beliefs of young people and their parents was
not related to the emotional well-being of young people. In contrast, where dissimilarly did
exist in the present study (i.e. timeline-cyclical beliefs), parents reported higher levels of

stress.
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Limitations & Future Research

Limitations of the study need to be highlighted. Firstly, low internal consistency values of
some predictor variables (i.e. IPQ-R: consequences, treatment control, personal control),

impacted on the reliability of results including these subscales, as previously highlighted.

Secondly, the cross-sectional nature of this research means that the directional nature
of relationships between variables cannot be confirmed. It might be that timeline-cyclical
beliefs, self-efficacy and treatment concerns have a direct influence on self-management.
However, it is also conceivable that young people who are managing their condition well, may
in turn, believe their condition is relatively stable, have fewer concerns about the treatment on
daily life, and feel more confident in their ability for self-management. Moreover, illness
representations, treatment perceptions, self-efficacy and self-management could influence
each other. Longitudinal designs should also seek to determine whether coping mediates the
relationships between beliefs and outcome (Hagger & Orbell, 2003).

The third issue relates to sample size. Despite including multiple recruitment sites, the
sample size was smaller than anticipated. Issues such as high rates of co-morbidity and the
presence of nut allergies in young people attending clinic impacted on the sample size. This
means that generalizability of the results is limited and also more complex analyses could not
be completed (e.g. multiple regression, path analysis). Finally, sample biases also exist
because participants needed to be English literate to complete questionnaires and many
families attending one clinic in particular did not have English as a first language.

Although it is recognised that the current study has a number of limitations, there are
also strengths, such as the inclusion of parental illness representations, measuring self-efficacy

and illness representations within the same study, the inclusion of treatment perceptions (i.e.
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necessity and concerns) as well as obtaining multiple informants of self-management and
well-being (i.e. young person and their parents).

Future research using a longitudinal research design would help to establish the causal
nature of illness representations, coping and outcomes. It would also provide an opportunity to
monitor how illness and treatment perceptions change over time and the impact that this
change has on self-management and well-being. It is also suggested that a larger sample size
(including both younger and older children and their parents) would mean that comparisons
between younger and older children could be made. This distinction between younger and
older children would also allow for exploration of how parent beliefs impact on younger
children’s self-management and well-being. Finally, a study focusing on illness
representations, self-efficacy, self-management and well-being in young people with Diabetes
and CD would be a logical next step in order to determine issues associated with self-
management of co-morbid conditions. This is particularly crucial given the high rates of co-

morbidity between Coeliac Disease and Diabetes.

Clinical Implications

A collaborative approach between health professionals, young people and parents should aim
to promote self-confidence in young people’s own capabilities for self-management (Bandura,
1998). This should include a proactive approach involving clear planning, identifying young
people’s personal goals related to self-management of a gluten-free diet, monitoring,
signposting young people to appropriate support and information (Health Delivery

Directorate, Improvement and Support Team, 2009), developing individualized food plans
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(Evert, 2004), educational-based interventions (Guevara, Wolf, Grum & Clark, 2003), as well
as support to overcome temporary difficulties with self-management (Bandura, 1998).

It is important to highlight that the majority of young people with CD in the present
study had good dietary self-management and well-being in the average range. However, the
study has highlighted that some young people do have more difficulties. It is therefore
suggested that screening in clinic for psychosocial factors that might contribute difficulties
with self-management and well-being would be beneficial. In particular, young people who
perceive that their CD fluctuates (timeline-cyclical), who have low self-efficacy and who
perceive that the gluten-free diet has a negative impact on their life (concerns) may benefit
from additional support with self-management. Seeking to understand young people’s beliefs
routinely in clinic could help to highlight potential barriers to self-management warranting

further exploration and support.
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Conclusions
This cross-sectional questionnaire-based study was designed to contribute to our
understanding of self-management and well-being in young people with CD. Overall, results
of individual correlations indicate that illness representations (timeline-cyclical, identity,
treatment control, coherence), self-efficacy and treatment concerns are important in relation to
outcomes of young people with CD (i.e. self-management and/or well-being). It is suggested
that future research should include the development of a validated questionnaire
distinguishing between short-term and long-term illness representations (i.e. treatment-control
and consequences) for young people CD with a larger sample size. Clinically, identifying
young people who may be more likely to have difficulties with self-management and well-
being would able health care professionals to meet the needs of young people with CD and

their parents.
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Executive Summary

Volume 1 details research completed, as part of a Doctorate in Clinical Psychology
(ClinPsyD) at the University of Birmingham. VVolume 1 is presented in two parts: 1) a review
of existing literature explores how illness beliefs link to self-management in children and
young people with chronic illness; 2) an empirical study investigates how illness beliefs,
treatment beliefs and self-efficacy related to coping, well-being and self-management. Details

of each paper are provided below:

1) Hiness beliefs and self-management in children and young people with chronic illness:

A review of the literature.

Introduction: There is a growing body of literature exploring how the beliefs young people
have about their health condition impact on how they manage their treatment regimens. A
Common-Sense Model of Iliness Representations has provided a useful framework to describe
how illness beliefs may impact on coping, self-management behaviours and well-being
(Leventhal, Brissette, & Leventhal, 2003). However, no systematic reviews are available
focusing exclusively on illness beliefs in children with chronic physical health conditions. The
aim of the current literature review was to identify and evaluate empirical studies exploring
dimensions of Leventhal’s illness representations and self-management in children with a

chronic health condition.
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Results: Fourteen studies were identified for the review. Across the studies, reported findings
between illness beliefs and self-management varied depending on the condition and particular
aspect of a treatment regimen. However, most consistently, children and young people who
believed their condition could be controlled by treatment (treatment control) reported better
self-management. An evaluation of the studies highlighted that a lack of control groups and

longitudinal research designs contributed to biases across studies.

Discussion: Understanding illness beliefs can potentially help health professionals to support
children and young people with managing chronic health condition. In particular, seeking to
understand how much children and young people believe their treatment regimen controls
their condition might be useful if young people are finding it difficult to manage their gluten-
free diet. Future research, with larger sample sizes across a range of health conditions would
strengthen or contradict these findings. Furthermore, differentiating between short-term and
long-term beliefs was highlighted as necessary, particularly in terms of consequences and

controllability of chronic illness when exploring illness beliefs in children and young people.

2) Examining illness representations, treatment perceptions, and self-efficacy in relation
to dietary self-management and well-being in young people with Coeliac Disease (CD)

and their parents.

Introduction: Coeliac Disease (CD) is a chronic auto-immune disease that is controlled
through maintaining a lifelong gluten-free diet (Fasano & Catssi, 2005). Gluten is in food such

as barley, wheat and rye (NICE, 2009). Published research studies suggest that 40-95% of
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young people find it difficult to maintain a strict gluten-free diet (e.g. Kumar, Walter-Smith,
Milla, Harris, Colyer, & Halliday, 1988; Rashid et al., 2005). In terms of quality of life
research finding are quite mixed, with some studies reporting that young people with CD
adapt well to their condition and others describing reduced quality of life and poorer
psychological well-being in young people with the condition (e.g. Kolseren, Koopman,
Schalekamp & Mearin, 2000, van Doorn, Winker, Mearin & Koopman, 2008). Whilst authors
of studies have suggested ideas about what might impact on the self-management of treatment
regimens or well-being, psychological mechanisms have not been investigated. Taking this
into consideration, a research study was developed that explored two theories (Leventhal’s
Self-Regulation theory and Bandura’s Self-Efficacy theory), previously used to understand
dietary self-management and well-being in other chronic health conditions (Leventhal,

Brissette & Leventhal, 2003; Bandura, 1997).

Method: Forty young people (11-18 years old) with CD and thirty-four parents (34 young
person-parent dyads) took part in the study. Each person completed questionnaires exploring
their beliefs about CD, beliefs about the gluten-free diet and their confidence to follow it,

dietary self-management and well-being.

Results: Statistical analysis showed that young people who believed that their CD fluctuated
(timeline cyclical) or were concerned about the negative impact that the gluten-free diet on
their life (concerns), were less likely to report good dietary self-management.

The results also indicated that illness beliefs were related to well-being, such that

young people with more positive well-being tended to feel more confident in their own ability
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to stick to a gluten-free diet (self-efficacy) and believed that their CD was controlled by a
gluten-free diet (treatment control). In contrast a strong illness identity (i.e. more symptoms
associated with CD) and more puzzlement related to CD (coherence) were related to negative
well-being.

Finally, young people and parental beliefs about CD were generally quite similar.
However, young people tended to believe that CD fluctuated more than their parents thought

(timeline-cyclical). This difference in beliefs was related to more parental stress.

Limitations and Recommendations: The study had a small sample size and did not include a
follow-up. Therefore, it is not known the extent that particular illness and treatment beliefs
contributed to differences in self-management and well-being. Moreover, it is unclear if
illness and treatment beliefs impact on outcomes or vice versa. It is recommended that
research completed in the future should explore the difference between short-term beliefs (i.e.
impact of CD on daily life and extent that the gluten-free diet controls the condition)
compared to more long-term beliefs (i.e. gluten-free diet to preventing complications and the
long-term impact of CD). Published research in diabetes would suggest that this is an
important distinction when seeking to understand the role of illness beliefs in children and

young people (e.g. Skinner and Hampson, 2001).
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Appendices
LITERATURE REVIEW

Appendix 1: Health Psychology Review: Instructions for Authors

[not available in electronic copy of this thesis]
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Appendix 2: Search criteria for literature review

The following strategies were used:
A: Keyword search “illness representation™*” OR “illness perception®” OR “illness belief*”
OR “personal model*” OR “symptom representation*” OR “treatment belief*” OR

“treatment perception®” OR “self regulat® model” OR “common sense model” OR “schema*”

B: Keyword search “treatment compliance®*” OR “adherence” OR “self management” OR

“self care” OR “‘health behavio*”

C: Keyword search “Pediatric*” OR “Paediatric*” OR “Adolescen*” OR “young people” OR

young person” OR “youth” OR “child*” OR “teenager*”

D: Keyword Search “chronic illness*” OR “chronic condition*”” OR coeliac OR celiac OR

diabet* OR asthma* OR epilep* OR “hypertensive” OR “renal” OR “cystic fibrosis” OR

"HIV" OR "AIDS" OR "cardiovascular" OR cancer OR "chronic obstructive pulmonary*" OR

"haemophili*" OR "sickle cell anaemia” OR thalasemia OR "bone marrow transplant".

E: Combine selections A AND B AND C AND D

Reference results = 85
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Exclusion criteria
Avrticles were excluded if they met the following criteria:
a) Duplicates (17 excluded)
b) Studies that do not include a sample of children or young people with a chronic
physical health condition (36 excluded).
¢) Review articles i.e. not empirical studies (9)
d) Studies that do not measure self-management (8 excluded).
e) Articles not written in English (2 excluded)
f) Studies that do not measure any of the dimensions of Leventhal’s illness
representations model (3 excluded).

Remaining articles = 10

Reference lists from published studies yielded 4 additional studies that met inclusion for

review.

Total articles for evaluation = 14 studies

112



Appendix 3: Reference list of studies included in the literature review

Bucks, R. S., Hawkins, K., Skinner, T.C., Horn, S., Seddon, P., & Horne, R. (2009).
Adherence to Treatment in Adolescents with Cystic Fibrosis: The role of illness perceptions
and treatment beliefs. Journal of Paediatric Psychology, 34, 893-902.

Griva, K., Myers, L. B. & Newman, S. (2000). Iliness perceptions and self efficacy beliefs in
adolescents and young adults with insulin dependent diabetes mellitus. Psychology and
Health, 15, 733-750.

Iannotti, R., Schneider, S., Nansel, T. R., Haynie, D., Plotnick, L. P., Clark, L. P., ...Simons-
Morton, B. (2006). Self efficacy, outcome expectations and diabetes self-management in
adolescents with type 1 diabetes. Journal of Developmental and Behavioral Pediatrics, 27,
98-105.

Law, G. U., Kelly, T. P., Huey, D., & Summerbell, C. (2002). Self management and well-
being in adolescents with diabetes mellitus: Do illness representations play a regulatory role?
Journal of Adolescent Health, 31, 381-385.

Nouwen, A., Law, G.U., Hussain, S., McGovern, S., & Napier, H. (2009). Comparison of the
role of self-efficacy and illness representations in relation to dietary self-care and diabetes
distress in adolescents with type 1 diabetes. Psychology and Health, 24, 1071-1084.

Ratcliff, M., & Blount, R.L. (2010). The relationship between adolescent renal transplant
recipients, perceived adversity, coping and medical settings. Journal of Clinical Psychology
Medical Settings, 17, 116-124.

Skinner, T. C., & Hampson, S. E. (1998). Social Support and personal models of diabetes in
relation to self-care and well-being in adolescents with type 1 diabetes mellitus. Journal of
Adolescence. 21, 703-715.

Skinner T. C., & Hampson, S. E. (2001). Personal Models of Diabetes in Relation to Self
Care: A prospective study in adolescence. Diabetes Care, 24, 828-833.

Skinner, T. C., Hampson, S.E., & Fife-Schaw., C. (2002). Personality, Personal Model
Beliefs and Self Care in Adolescents and Young Adults with Type 1 Diabetes. Health
Psychology, 21, 61-70.

Skinner, T. C., Howells, L., Greene, S., Edgart, K., McEvilly, K., Johansson, A. (2003).

Development, reliability and validity of the Diabetes Illness Representations Questionnaire:
four studies with adolescents. Diabetic Medicine, 20, 283-289.

113



Skinner, T. C., John, M., & Hampson, S.E. (2000). Social Support and Personal Models of
Diabetes as Predicators of Self Care and Well-being: A Longitudinal Study of Adolescents
with Diabetes. Journal of Pediatric Psychology. 25, 257-267.

Yoos, H. L., Kitzman, H., Henderson, C., McMullen, A., Sindora-Arcoleo, K., Halterman, C.,
Anson, E. (2007). The impact of the parental illness representation on disease management in
childhood asthma. Nursing Research, 56, 167-174.

Zebracki, K., & Drotar, D. (2004). Outcome expectancy and self efficacy in adolescent asthma
self-management. Children’s Health Care. 33, 133-149.

Zugelj, U., Zupancic, M., Komidar, L., Kenda, R., Varda, N. M., & Gregoric, A. (2010) Self-

reported Adherence Behaviour in Adolescent Hypertensive Patients: The Role of Iliness
Representations and Personality. Journal of Pediatric Psychology, 35, 1049-1060.

114



EMPIRICAL PAPER
Appendix 4: Instructions for Authors: Journal of Health Psychology

[not available in electronic copy of this thesis]

115



Appendix 5: Questionnaires

Date: 19/3/10
Version 1

= uk UNIVERSITYOF
< oeliac e

How Does It Feel To
Be Cochiac?

Young Person Questionnaire Pack

Research Team:

e Dr Ruth Howard Clinical Psychologist

e DrGary Law Clinical Psychologist

e Charlotte Tolgyesi Trainee Clinical Psychologist

School of Psychology, University of Birmingham, Edgbaston, Birmingham, B15 2TT.
0121 414 7124, CSR820@bham.ac.uk

119



The lliness Perception Questionnaire (IPQR)

Your ideas and feelings about your Coeliac Disease (CD)

Listed below are a number of feelings or symptoms that you may or may not have
had since being told you have CD. Please circle Yes or No to say whether you have
had any of these symptoms and if you have, whether you think that these symptoms
are caused by your CD.

I have experienced this This symptom is

symptom since my CD caused by my CD
Tummy pain Yes No Yes No
Sore throat Yes No Yes No
Feeling sick Yes No Yes No
Weight loss Yes No Yes No
Feeling tired Yes No Yes No
Stiff joints Yes No Yes No
Sore eyes Yes No Yes No
Headaches Yes No Yes No
Upset tummy/ diarrhoea Yes No Yes No
Problems sleeping Yes No Yes No
Feeling dizzy Yes No Yes No
Feeling weak Yes No Yes No
Bloated tummy Yes No Yes No
Lots of wind (farting!) Yes No Yes No
Feeling short of breath Yes No Yes No
Constipation Yes No Yes No
Heartburn/ indigestion Yes No Yes No
Mouth ulcers Yes No Yes No
Feeling wheezy Yes No Yes No

Loss of hair Yes No Yes No



The lliness Perception Questionnaire (IPQR) continued

We are interested in your own personal views of how you now see your Coeliac
Disease (CD). Please indicate how much you agree or disagree with the following
statements about your CD by ticking the correct box.

Views about your CD

Disagree
a lot

Disagree

Neither
agree nor
disagree

Agree

Agree
a lot

My CD will only last a short time.

My CD is likely to last forever instead of

going away

My CD will last for a long time.

My CD will pass quickly.

| expect to have CD for the rest of
my life.

My CD is a serious condition.

My CD has a big impact on my life.

My CD does not have much effect on
my life.

My CD affects the way other people
see me a lot.

My CD causes problems for my family
and close friends.

There is a lot which | can do to control
my symptoms.

What | do can control whether my CD
gets better or worse.

How CD makes me feel in the future
depends on me.

Nothing | do will affect my CD.

| have the power to change my CD.

What | do will have no affect on the
outcome of my CD.

My CD will improve in time.

There is very little that can be done to
improve my CD.




The lliness Perception Questionnaire (IPQR) continued

Views about your CD

Disagree
a lot

Disagree

Neither
agree nor
disagree

Agree

Agree
a lot

My gluten-free diet will be effective in
curing my CD.

The bad parts of my CD can be
stopped (avoided) by my gluten-free
diet.

My gluten-free diet can control my CD.

There is nothing that can help my CD.

The symptoms of CD are puzzling or
confusing to me.

My CD is a mystery to me.

| don’t understand my CD.

My CD doesn’t make any sense to me.

| have a clear picture or understanding
of my CD.

The symptoms of my CD change a lot
from one day to the next.

Sometimes | have symptoms and
sometimes they go away.

| find it hard to know what is going to
happen with my CD.

| go through times in which my CD gets
better and then gets worse again.

| feel sad when | think about my CD.

When | think about my CD | get upset.

My CD makes me feel angry.

My CD does not worry me.

Having CD makes me feel anxious or
worried.

My CD makes me feel scared or afraid.




Views about your gluten free diet

Disagree

alot

Disagree

Neither
agree
nor dis-
agree

Agree

Agree
alot

Without my gluten free diet | would be very ill

My health, at present, depends on my
gluten free diet

My life would be impossible without my
gluten free diet

My health in the future depends on my
gluten free diet

My gluten free diet protects me from
becoming worse

Having to stick to a gluten free diet worries me

My gluten free diet is a mystery to me

My gluten-free diet disrupts my life




Following Your Gluten-Free Diet for Coeliac Disease

Sometimes it's hard to stick to a gluten-free diet. This questionnaire lists some
situations in which it might be difficult to stick to a gluten-free diet. We would like to
know how sure you are that you would be able to stick to your gluten-free diet in these
situations.

For each question, choose a number between 0 and 10 to show how sure you feel that
you could stick to your gluten-free diet in that situation. Write the number you choose on
the line next to the question. If you have never been in the situation described or you
don't think that it applies to you, please write ’X’ or "NJA" instead of a humber.

For example, ‘Going to the cinema with friends’

Imagine you are at the cinema with your friends. They buy lots of foods that are not
gluten-free, like hotdogs and pick ‘n’ mix sweets. Think about how sure you are that
you would not buy the same foods as your friends.

If you do not feel very sure that you would be able to stop yourself buying these
foods your confidence score might be 2.

If you are very confident that you would always stick to your gluten-free diet in this
situation, your confidence score would be 10.

Confidence Scale

0 1 2 3 4 5 6 7 8 9 10
Not at all Moderately Completely
sure sure sure

Choose a humber between 0 and 10 to show how sure you are that you could stick to your
gluten-free diet...

Confidence (0-10)

When I'm watching television at home

When I'm feeling tired or bored

When I'm alone at home

When I'm feeling anxious, stressed or worried

When | see my friends eating non gluten-free foods

When I'm upset

When I'm eating out at my favourite restaurant

When feeling annoyed or angry

When I'm out and about with my friends and get very hungry

When I'm feeling sad

When I'm eating at school




Following A Gluten-Free Diet for Coeliac Disease continued

Confidence Scale

0 1 2 3 4 5 6 7 8 9 10
Not at all Moderately Completely
sure sure sure

Choose a number between 0 and 10 to show how sure you are that you could stick to your
gluten-free diet...
Confidence (0-10)

When I'm celebrating with others (e.g. at a birthday party)

When I'm preparing nhon gluten-free food for other people

When I'm eating out at a friend or relative’s house

When I'm offered non gluten-free foods by my friends

When non gluten-free foods are available at home

When I'm eating out at an unknown restaurant

When I'm unwell

When | go to the tuck shop or comer shop and it doesn’t have any
gluten-free items available

When I'm preparing my own food (such as breakfast or an after
school shack)

When I'm faced with appealing foods that are not gluten-free in a
supermarket, vending machine, or café

When I'm feeling well (i.e. healthy, ho symptoms)

When I'm on holiday abroad and eating in restaurants | don’'t know

When I'm craving foods containing gluten

When he/she wants more variety in their diet

When I'm away from home for a few days (i.e. at an activity camp or
other school/college trip where your meals are provided)

When I'm on the way to or from school, college or work

When I'm feeling happy

When he/she is not sure if something is gluten-free or not
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[Strength and Difficulties Questionnaire not available in electronic copy of this thesis]
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About You

You're nearly finished! The last few questions are about you.

Are you male or female? What is your date of birth?

Q male

Q female

Do you live with your parent/carer or independently?
Parent/carer

O Independently
Which ethnic group do you belong to?

Q White British Q Chinese

O White other Q Mixed—VVhite & Asian
O Asian O Mixed—VVhite & Black
O Black O Other mixed background
Other (please specify)

When were you diagnhosed with Coeliac Disease?

How were you diagnosed with Coeliac Disease?

O | had an intestinal biopsy and blood test
O | had just an intestinal biopsy
(O I'had justa blood test

Q | had no tests

Other (please specify)




About You continued

Do you have any other long term health conditions? (please tick all that
apply)

O Type 1 diabetes mellitus O Type 2 diabetes mellitus

O Thyroid disease O Asthma

O Heart disease O No other condition
Other (please specify)

Do you have any other food intolerances? (please tick all that apply)

O Dairy (lactose) O Fructose

Alcohol Yeast
O O

O Caffeine Q No other intolerance

Other (please specify)

When did you last see a dietician about your Coeliac Disease?

When was your last antibody blood test?

What was the result of the test?

Q Normal Q | can’t remember

O Abnormal O | haven’t had a blood test



About You continued

In the last two weeks...

Never

Once or
twice

A few
times

Daily

All the time

How often have you knowingly
eaten foods containing gluten
while at home?

How often have you knowingly
eaten foods containing gluten
when away from home?

In general...

Extremely
well

Well

Quite well

Not very
well

Not at all

How well do you stick to your
gluten-free diet when you are at
home?

How well do you stick to your
gluten-free diet when you are
away from home?

In general...

Extremely
worried

Very
worried

Quite
worried

A little
worried

Not
worried at
all

How worried are you about
accidentally eating gluten?

In general...

Extremely
hamful

Very
hamful

Quite
hamful

A little
hamful

Not at all
hamful

How harmful to your health do
you think accidentally eating
gluten is?

Thank You!




Date: 19/3/10
Version 1

o uk UNIVERSITYoOF
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Parent Questionnaire Pack
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e Dr Ruth Howard Clinical Psychologist

e DrGary Law Clinical Psychologist
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School of Psychology, University of Birmingham, Edgbaston, Birmingham, B15 2TT.
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The Illness Perception Questionnaire

My child’s CD and me

Your views about your child’s Coeliac Disease (CD)

Listed below are a number of symptoms that your child may or may not have
experienced since being diagnosed with CD. Please indicate by circling Yes or No,
whether your child has experienced any of these symptoms and whether you
believe that these symptoms are related to their CD.

My child has experienced this This symptom is

symptom since diagnosis related to their CD
Abdominal pain Yes No Yes No
Sore throat Yes No Yes No
Nausea Yes No Yes No
Weight loss Yes No Yes No
Fatigue Yes No Yes No
Stiff joints Yes No Yes No
Sore eyes Yes No Yes No
Headaches Yes No Yes No
Upset stomach/ diarrhoea Yes No Yes No
Sleep difficulties Yes No Yes No
Dizziness Yes No Yes No
Loss of strength Yes No Yes No
Bloating Yes No Yes No
Excessive wind Yes No Yes No
Breathlesshess Yes No Yes No
Constipation Yes No Yes No
Heartburn/indigestion Yes No Yes No
Mouth ulcers Yes No Yes No
Wheeziness Yes No Yes No

Hair loss Yes No Yes No



The Illness Perception Questionnaire

My child’s CD and me

We are interested in your own personal views of how you feel about your child’s
Coeliac Disease (CD). Please indicate how much you agree or disagree with the
following statements about your child’s CD by ticking the appropriate box.

Neither
Disagree | Disagree |agree nor | Agree Agree
My child’s CD and me | 2™ disagree a lot

My child’s CD will last a short time.

My child’s CD is likely to be permanent
rather than temporary.

My child’s CD will last for a long time.

My child’s CD will pass quickly.

| expect my child to have CD for the
rest of his or her life.

My child’s CD is a serious condition.

My child’s CD has major consequences
on my life.

My child’s CD does nhot have much
effect on my life.

My child’s CD strongly affects the way
others see me.

My child’s CD has serious financial
consequences.

My child’s CD causes difficulties for
those who are close to me.

There is a lot which | can do to control
my child’s symptoms.

What | do can determine whether my
child’s CD gets better or worse.

The course of my child’s CD depends
onh me.

Nothing | do will affect my child’s CD.

| have the power to influence my child’s
CD.

My actions will have no effect on the
outcome of my child’s CD.

My child’s CD will improve in time.




The Illness Perception Questionnaire

My child’s CD and me

Neither
Disagree | Disagree |agree nor | Agree Agree
My child’s CD and me alot disagree a lot

There is very little that can be done to
improve my child’s CD.

My child’s gluten-free diet will be
effective in curing his or her CD.

The negative effects of my child’s CD
can be prevented (avoided) by the diet.

My child’s gluten-free diet can control
his or her CD.

There is nothing that can help my
child’s CD.

The symptoms of my child’s CD are
puzzling to me.

My child’s CD is a mystery to me.

| don’t understand my child’s CD.

My child’s CD doesn’t make any sense
to me.

| have a clear picture or understanding
of my child’s CD.

The symptoms of my child’s CD change
a great deal from day to day.

My child’s symptoms come and go in
cycles.

My child’s CD is very unpredictable.

We go through cycles in which my
child’s CD gets better and worse.

| get depressed when | think about my
child’s CD.

When | think about my child’s CD | get
upset.

My child’s CD makes me feel angry.

My child’s CD does not worry me.

My child having CD makes me feel
anxious.

My child’s CD makes me feel afraid.




The Illness Perception Questionnaire

My child’s CD and me

We are interested in what you think may have been the cause of your child’s CD.

As people are very different, there is no correct answer for this question. We are most
interested in your own views about the factors that caused your child’s CD rather than
what others including doctors or family may have suggested to you. Below is a list of
possible causes for your child’s CD. Please indicate how much you agree or disagree
that they were causes for your child by ticking the appropriate box.

Strongly | Disagree | Neither Agree Strongly

Possible Causes disagree agree nor agree
disagree

Stress or worry

Hereditary—it runs in my family

A germ or virus

Diet or eating habits

Chance or bad luck

Poor medical care

Pollution in the environment

My behaviour

My mental attitude e.g. thinking about
life negatively

Family problems or worries

Overwork

My emotional state e.g. feeling down,
lonely, anxious, empty

Ageing

Alcohol

Smoking

Accident or injury

My personality

Altered immunity

Below, please list in rank-order the three most important factors that you now believe caused
your child’s CD. You may use any of the items from the box above, or you may have additional
ideas of your own.

The most important causes for me:

1.

2:

3.




[Strength and Difficulties Questionnaire not available in electronic copy of this thesis]
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DASS 21

Please read each statement and circle a number O, 1, 2 or 3 which indicates how
much the statement applied to you over the past week. There are no right or wrong
answers. Do not spend too much time on any statement.

The rating scale is as follows:

0 Did not apply to me at all

1 Applied to me to some degree, or some of the time

2 Applied to me to a considerable degree, or a good part of the time
3 Applied to me very much, or most of the time

| found it hard to wind down 0 1 2 3
| was aware of dryness in my mouth 0 1 2 3
| couldn’t seem to experience any positive feeling at all 0 1 2 3
| experienced breathing difficulty (eg, excessively rapid

breathing, breathlessness in the absence of physical 0 1 2 3
exertion)

| found it difficult to work up the initiative to do things 0 1 2 3
| tended to over-react to situations 0 1 2 3
| experienced trembling (eg, in the hands) 0 1 2 3
| felt that | was using a lot of nervous energy 0 1 2 3
| was worried about situations in which | might panic and 0 1 2 3
make a fool of myself

| felt that | had nothing to look forward to 0 1 2 3
| found myself getting agitated 0 1 2 3
[ found it difficult to relax 0 1 2 3
| felt down-hearted and blue 0 il 2 2
| was intolerant of anything that kept me from getting on with 0 1 2 3
what | was doing

| felt | was close to panic 0 il 2 3
| was unable to become enthusiastic about anything 0 1 2 3
| felt | wasn’t worth much as a person 0 ql 2 3
| felt that | was rather touchy 0 1 2 3
| was aware of the action of my heart in the absence of 0 1 2 3
physical exertion (eg, sense of heart rate increase, heart

missing a beat)

| felt that life was meaningless 0 1 2 3




About You

Are you male or female? What is your date of birth?
male
8 female
Are you a member of Coeliac UK? If yes, how long have you been a
member?
O yes
O no
What is your marital status? What is your highest level of education?
single O School education, no gualifications
cohabiting School education with qualifications
married University qualifications
divorced Postgraduate qualifications
O separated O Vocational training/qualifications
Q widowed

What is or was your highest level of occupation?
Professional occupation O Partly skilled

CO

Managerial or technical O Unskilled occupation

O Non-manual skilled O Home-maker
O Manual skilled

Which ethnic group do you belong to?

Q White British O Chinese

O White other O Mixed—White & Asian

O Asian O Mixed—White & Black

O Black Q Other mixed background
Other (please specify)




About Your Child

You're nearly there! The last few questions are about your child with CD.

Is your child male or female? What is their date of birth?

O male
O female

Which ethnic group does your child belong to?

O White British O Chinese

O White other O Mixed—White & Asian

Q Asian Q Mixed—White & Black
O Black O Other mixed background

Other (please specify)

When were they diaghosed with Coeliac Disease?

How was your child diagnosed with Coeliac Disease?

O Through an intestinal biopsy and blood test
O Through an intestinal biopsy alone
O Through a blood test alone

O | diagnosed them myself based on their symptoms and/or reaction to dietary chang-
es

Other (please specify)

When did your child last see a dietician about their Coeliac Disease?




About Your Child continued

How often does your child see a dietician about their Coeliac Disease?

O Every 3 months or more frequently OEvery 6 months
O Every 12 months OEvery 2 years
O Every 3 years or less frequently Ol've never seen a dietician about my

Coeliac Disease

When was your child’s last antibody blood test?

What was the result of the test?

Q Normal O Can’t remember

O Abnormal O Haven't had a blood test

Where you given a score (number) for the test? If so, can you
remember what it was?

Does your child have any other long term health conditions? (select all that
apply)

O Type 1 diabetes mellitus O Type 2 diabetes mellitus

O Thyroid disease O Asthma

O Heart disease O No other condition
Other (please specify)

Does your child have any other food intolerances? (select all that apply)

O Dairy (lactose) O Fructose

O Alcohol O Yeast

O Caffeine O No other intolerance
Other (please specify)




About Your Child’s Gluten-Free Diet

In the last two weeks...

Never

Once or
twice

A few
times

Daily

All the time

How often has your child
knowingly eaten foods containing
gluten while at home?

How often has your child
knowingly eaten foods containing
gluten when away from home?

In general...

Extremely
well

Well

Quite well

Not very
well

Not at all

How well does your child stick to
their gluten-free diet when they
are athome?

How well does your child stick to
their gluten-free diet when they
are away from home?

In general...

Extremely
concemed

Very
concemed

Quite
concemed

A little
concemed

Not
concemed
at all

How concerned are you about
accidental gluten-ingestion?

In general...

Extremely
hamful

Very
hamful

Quite
hamful

A little
hamful

Not at all
hamful

How harmful do you feel
accidental gluten-exposure is to
your child’s health?

And Finally...

| give my permission for the research team to contact me about this and
future research projects. | understand that this does not obligate me to
take part in any further research.

(O Yes
O No

Thank You !
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Appendix 6: Participant Information Sheets (Clinic)

Psychological Impact of Coeliac Disease in Young People

INFORMATION SHEET
FOR YOUNG PEOPLE
11-15 YEARS OLD

We are asking if you would join in a research project to find out what it is like for young
people who have Coeliac Disease and their parents. Before you decide if you would like to
take part, it is important that you understand why the research is being done and what you
will be asked to do. Please read the information in this leaflet carefully. You can talk to other
people about the research before you decide what to do. People you could talk to might be
your family, school teacher, doctor or friends.

You or your parents/carers can also telephone us if there is anything that is
not clear or if you would like to have some more information.

WHY ARE WE DOING THIS RESEARCH?

This research study is being completed for a university doctorate (3 year course) at the
University of Birmingham. Charlotte Tolgyesi is carrying out the research and she is
supervised by Dr Ruth Howard and Dr Gary Law. They are both Clinical Psychologists who
work at the University of Birmingham. This research study has also been reviewed by the
Derbyshire Research Ethics Committee.

The aim of this research study is to find out what it is like for young people
who have Coeliac Disease. We would like to find out what makes it hard to
stick to a gluten free diet, what helps young people to cope with Coeliac
Disease and what makes it more difficult. This is done by completing
guestionnaires.
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WHO CAN TAKE PART IN THIS RESEARCH?

Young people (aged 11-18 years old) with a diagnosis of Coeliac Disease who attend review
appointments at hospital will be invited to take part in the study. We will also be asking
parents/carers to take part in this research if they have a child with Coeliac Disease. We
hope that about 150 young people and their parents will be able to take part in the study.

WHAT HAPPENS IF | DECIDE TO TAKE PART?

If you and your parent/carer agree to take part, then you will both be asked to
sign a consent (agreement) form at your next review appointment.

You will be asked to complete some questionnaires. The booklet of questionnaires will take
25-30 minutes to complete. The questionnaires will ask about your thoughts and feelings
about Coeliac Disease, and how it affects you. You can either complete the questionnaires at
your next review appointment or complete them at home. We will give you a stamped and
addressed envelope so you can send them back to us. After you have completed the
guestionnaires we will only contact your parent/carer if we think that extra support might be
helpful for you or if we have concerns about you.

If you would like a summary of the results of this study, then you can contact the research
team or ask your coeliac care team at the hospital. The results will be available from October
2011.

DO I HAVE TO TAKE PART?

No. It's you and your parents’ choice if you want to take part in this study. If you decide to
take part you will be free to stop taking part at any time during the research without giving a
reason. If you do not want to carry on with the study, just tell a researcher or your doctor. You
can also withdraw from the study after you have completed the questionnaires. If you decide
to stop, this will not affect your medical care.

WHO CAN | CONTACT IF | HAVE ANY WORRIES OR CONCERNS AFTER COMPLETING
THE QUESTIONNAIRES?

You should speak to a member of your coeliac care team at the hospital if you have any
worries or concerns. You can also contact your General Practitioner (GP) or Coeliac UK (tel:
0845 305 2060) who will be able to provide advice about where to access further information
and/or support.

If you would like to make a complaint about the research study then you can contact the
Patient and Advice Liaison Service (PALS) on {insert number for local trust)
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WILL MY TAKING PART IN THE STUDY BE KEPT CONFIDENTIAL?

Information that could reveal your identity will be kept confidential (private) to the researchers,
medical team and your GP. However, if there were worries about you or someone else then
we would need to follow the appropriate guidelines and procedures

EXPENSES AND PAYMENTS

You will not be given any money for taking part in the research. However, young people who
complete the questionnaires will be entered into a free prize draw to win an IPOD shuffle. We
will also provide a stamped addressed envelope for you to return completed questionnaires.

WHO CAN | CONTACT IF | HAVE ANY QUESTIONS ABOUT THIS STUDY?

You may ask the study staff any questions you may have about this study at any
time. If you would like to discuss any part of this research please contact:

Name: Charlotte Tolgyesi
emeil: I
retephone: [N

Post: Charlotte Tolgyesi
Trainee Clinical Psychologist
School of Psychology
University of Birmingham
Edgbaston
Birmingham
B15 2TT

OR

Name: Dr Ruth Howard

ema-

Telephone: NN

Post: Dr Ruth Howard
Clinical Director, ClinPsyD
School of Psychology
University of Birmingham
Edgbaston
Birmingham
B15 2TT
Thank you for reading about this study. This is your copy of the information sheet.
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Psychological Impact of Coeliac Disease in Young People

INFORMATION SHEET
FOR YOUNG PEOPLE
16-18 YEARS OLD

We are asking if you would join in a research project to find out what it is like for young
people who have Coeliac Disease and their parents. Before you decide if you would like to
take part, it is important that you understand why the research is being done and what you
will be asked to do. Please read the information in this leaflet carefully. You can talk to other
people about the research before you decide what to do. People you could talk to might be
your family, school teacher, doctor or friends.

You or your parents/carers can also telephone us if there is anything that is
not clear or if you would like to have some more information.

WHY ARE WE DOING THIS RESEARCH?

This research study is being completed for a university doctorate (3 year course) at the
University of Birmingham. Charlotte Tolgyesi is carrying out the research and she is
supervised by Dr Ruth Howard and Dr Gary Law. They are both Clinical Psychologists who
work at the University of Birmingham. This research study has also been reviewed by the
Derbyshire Research Ethics Committee.

The aim of this research study is to find out what it is like for young people
who have Coeliac Disease. We would like to find out what makes it hard to
stick to a gluten free diet, what helps young people to cope with Coeliac
Disease and what makes it more difficult. This is done by completing
guestionnaires.

WHO CAN TAKE PART IN THIS RESEARCH?

Young people (aged 11-18 years old) with a diagnosis of Coeliac Disease who attend review
appointments at hospital will be invited to take part in the study. We will also be asking
parents/carers to take part in this research if they have a child with Coeliac Disease. We
hope that about 150 young people and their parents will be able to take part in the study.
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WHAT HAPPENS IF | DECIDE TO TAKE PART?

If you and your parent/carer agree to take part, then you will both be asked to
sign a consent (agreement) form at your next review appointment.

ruu win ue asked to complete some questionnaires. The booklet of questionnaires will take
25-30 minutes to complete. The questionnaires will ask about your thoughts and feelings
about Coeliac Disease, and how it affects you. You can either complete the questionnaires at
your next review appointment or complete them at home. We will give you a stamped and
addressed envelope so you can send them back to us. After you have completed the
guestionnaires we will only contact you if we think that extra support might be helpful for you.

If you would like a summary of the results of this study, then you can contact the research
team or ask your coeliac care team at the hospital. The results will be available from October
2011.

DO | HAVE TO TAKE PART?

No. It's you and your parents’ choice if you want to take part in this study. If you decide to
take part you will be free to stop taking part at any time during the research without giving a
reason. If you do not want to carry on with the study, just tell a researcher or your doctor. You
can also withdraw from the study after you have completed the questionnaires. If you decide
to stop, this will not affect your medical care.

WHO CAN | CONTACT IF | HAVE ANY WORRIES OR CONCERNS AFTER COMPLETING
THE QUESTIONNAIRES?

You should speak to a member of your coeliac care team at the hospital if you have any
worries or concerns. You can also contact your General Practitioner (GP) or Coeliac UK (tel:
0845 305 2060) who will be able to provide advice about where to access further information
and/or support.

If you would like to make a complaint about the research study then you can contact the
Patient and Advice Liaison Service (PALS) on {insert number for local trust)

WILL MY TAKING PART IN THE STUDY BE KEPT CONFIDENTIAL?
Information that could reveal your identity will be kept confidential (private) to the researchers,

medical team and your GP. However, if there were worries about you or someone else then
we would need to follow the appropriate guidelines and procedures.
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EXPENSES AND PAYMENTS

You will not be given any money for taking part in the research. However, young people who
complete the questionnaires will be entered into a free prize draw to win an IPOD shuffle. We
will also provide a stamped addressed envelope for you to return completed questionnaires.

WHO CAN | CONTACT IF | HAVE ANY QUESTIONS ABOUT THIS STUDY?

You may ask the study staff any questions you may have about this study at any time. If you would
like to discuss any part of this research please contact:

Name: Charlotte Tolgyesi

Post: Charlotte Tolgyesi
Trainee Clinical Psychologist
School of Psychology
University of Birmingham

OR

Name: Dr Ruth Howard

email:

Post: Dr Ruth Howard
Clinical Director, ClinPsyD
School of Psychology
University of Birmingham

Thank you for reading about this study. This is your copy of the information sheet.
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Psychological Impact of Coeliac Disease in Young People

INFORMATION SHEET
FOR PARENTS

We are asking if you and your child would join in a research project to find out what it is like
for young people who have Coeliac Disease and their parents. Before you decide if you
would like to take part, it is important that you understand why the research is being done and
what you and your child will be asked to do. Please read the information in this leaflet
carefully. You can talk to other people about the research before you decide what to do. You
can also telephone us if there is anything that is not clear or if you would like to have some
more information.

WHY ARE WE DOING THIS RESEARCH?

This research study is being completed for a university doctorate (3 year course) at the
University of Birmingham. Charlotte Tolgyesi is carrying out the research and she is
supervised by Dr Ruth Howard (Clinical Director), Dr Gary Law (Child Clinical Psychologist
and Senior Academic Lecturer). They both work at the University of Birmingham. This
research study has also been reviewed by the Derbyshire Research Ethics Committee

The aim of this research study is to find out what it is like for young people who have Coeliac
Disease and their parents. We would like to find out what makes it hard to stick to a gluten
free diet, what helps young people to cope with Coeliac Disease and what makes it more
difficult. This is done by completing questionnaires.

WHO CAN TAKE PART IN THIS RESEARCH?

Young people (aged 11-18 years old) with a diagnosis of Coeliac Disease who attend review
appointments at hospital will be invited to take part in the study. We will also be asking
parents/carers to take part in this research if they have a child with Coeliac Disease. We
hope that about 150 young people and their parents will be able to take part in the study.

WHAT HAPPENS IF | DECIDE TO TAKE PART?

If you and your child agree to take part then you will both be asked to sign a consent form (at
your child’s next medical review appointment). You will then be asked to complete a booklet
of questionnaires. The questionnaires will take approximately 25-30 minutes to complete. The
questionnaires will ask you about your thoughts and feelings about your child’s condition and
how it affects you both. Questionnaires will also ask your son/daughter about their own
thoughts and feelings about being coeliac. You can either complete the questionnaires after
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your child’s next review appointment with his/her doctor or complete them at home. We will
give you a stamped and addressed envelope so you can send them back to us. After you
have completed the questionnaires we will only contact you if we think that extra support
might be helpful for your child or if there are concerns about your child’s safety. If you child is
16-18 years old then we will contact them directly.

DO | HAVE TO TAKE PART?

No. It's your choice if you want to take part in this study. If you decide to take part you and
your child will be free to stop taking part at any time during the research without giving a
reason. If you do not want to carry on with the study, just tell the research staff or your child’s
doctor. You can also withdraw from the study after you have completed the questionnaires
(until April 2011). If you decide that you don’t want your questionnaires to be used in the
research then you can contact us at the telephone number or address on this information
sheet. We will destroy any completed questionnaires or other information that you have given
by shredding them. If you decide to stop, this will not affect the medical care your
son/daughter receives.

If completing the questionnaires causes any upset or concern for you or your child, then you
should speak to a member of your child’s coeliac care team at the hospital. You can also
contact your General Practitioner (GP), who will be able to provide advice about where to
access further support.

WHO CAN | CONTACT IF | HAVE ANY WORRIES OR CONCERNS AFTER COMPLETING
THE QUESTIONNAIRES?

You should speak to a member of your coeliac care team at the hospital if you have any
worries or concerns. You can also contact your General Practitioner (GP) or Coeliac UK (tel:
0845 305 2060) who will be able to provide advice about where to access further information
and/or support.

If you would like to make a complaint about the research study then you can contact the
Patient and Advice Liaison Service (PALS) on {insert number for local trust)

WILL MY TAKING PART IN THE STUDY BE KEPT CONFIDENTIAL?

Information that could reveal your identity will be kept confidential to the researchers, medical
team and GP. However, if there were worries about your child’s safety or someone else’s
safety then we would need to follow local child protection procedures.

EXPENSES AND PAYMENTS

You will not be given any money for taking part in the research. However, young people who

complete the questionnaires will be entered into a free prize draw to win an IPOD shuffle. We
will also provide a stamped addressed envelope for you to return completed questionnaires.
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WHAT WILL HAPPEN TO THE RESULTS OF THE RESEARCH STUDY?

Results of the research study will be written in a research thesis. Results will be completely
anonymous. A hard bound copy of the research will be held in University of Birmingham
library. Results of the research might also be published in an academic journal. However, no
personal information will be published.

If you would like a summary of the results of this study, then you can contact the research
team or ask your coeliac care team at the hospital. The results will be available from October
2011.

WHO CAN | CONTACT IF  HAVE ANY QUESTIONS ABOUT THIS STUDY?

You may ask the study staff any questions you may have about this study at any time. If you would
like to discuss any part of this research please contact:

Name: Charlotte Tolgyesi

Telephone: [N

Post: Charlotte Tolgyesi
Trainee Clinical Psychologist
School of Psychology
University of Birmingham

OR

Name: Dr Ruth Howard

Email: |G
Telephone: I

Post: Dr Ruth Howard
Clinical Director, ClinPsyD
School of Psycholo

Thank you for reading about this study. This is your copy of the information sheet.
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Appendix 7: Participant Information Sheets (Home)

Psvcholoaical Impact of Coeliac Disease in Youna People

INFORMATION SHEET
FOR YOUNG PEOPLE
11-15 YEARS

We are asking if you would join in a research project to find out what it is like for young
people who have Coeliac Disease. Before you decide if you would like to take part, it is
important that you understand why the research is being done and what you will be asked to
do. Please read the information in this leaflet carefully. You can talk to other people about the
research before you decide what to do. People you could talk to might be your family, school
teacher, doctor or friends.

You or your parents/carers can also telephone us if there is anything that is
not clear or if you would like to have some more information.

WHY ARE WE DOING THIS RESEARCH?

This research study is being completed for a university doctorate (3 year course) at the
University of Birmingham. Charlotte Tolgyesi is carrying out the research and she is
supervised by Dr Ruth Howard and Dr Gary Law. They are both Clinical Psychologists who
work at the University of Birmingham. This research study has also been reviewed by the
Derbyshire Research Ethics Committee

The aim of this research study is to find out what it is like for young people
who have Coeliac Disease. We would like to find out what makes it hard to
stick to a gluten free diet, what helps young people to cope with Coeliac
Disease and what makes it more difficult. This is done by completing
guestionnaires.

WHO CAN TAKE PART IN THIS RESEARCH?
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Young people (aged 11-18 years old) with a diagnosis of Coeliac Disease who attend review
appointments at hospital will be invited to take part in the study. We will also be asking
parents/carers to take part in this research if they have a child with Coeliac Disease. We
hope that about 150 young people and their parents will be able to take part in the study.

WHAT HAPPENS IF | DECIDE TO TAKE PART?
If you and your parent/carer agree to take part then please can you:
@ e Sign the consent (agreement) forms enclosed with your parent/carer.
e Complete the “Young Person Questionnaire Pack”. It will take 25-30

minutes to complete. The questionnaires will ask about your thoughts
and feelings about Coeliac Disease, and how it affects you.

Young

Person e Your parent/carer will be asked to complete the “Parent Questionnaire
i Pack”.
_ e Please can you and your parent post to us the signed consent forms
ﬁ j with completed questionnaires in the stamped addressed envelope
provided. You can keep this information sheet.

e After you have completed the questionnaires we will only contact your
parent/carer if we think that extra support might be helpful for you or if
we have concerns about you.

If you would like a summary of the results of this study, then you can contact the research
team or ask your coeliac care team at the hospital. The results will be available from October
2011.

DO | HAVE TO TAKE PART?

No. It's you and your parents’ choice if you want to take part in this study. If you decide to
take part, you will be free to stop taking part at any time during the research, without giving a
reason. If you do not want to carry on with the study, just tell your parent, the researcher or
your doctor. You can also withdraw from the study after you have completed the
guestionnaires. If you decide to stop, this will not affect your medical care.

If you have any worries or concerns after completing the questionnaire, then you should
speak to a member of your coeliac care team at the hospital. You can also contact your
General Practitioner (GP), who will be able to provide advice about where to access further
support.

WHO CAN | CONTACT IF | HAVE ANY WORRIES OR CONCERNS AFTER COMPLETING
THE QUESTIONNAIRES?
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You should speak to a member of your coeliac care team at the hospital if you have any
worries or concerns. You can also contact your General Practitioner (GP) or Coeliac UK (tel:
0845 305 2060) who will be able to provide advice about where to access further information
and/or support.

If you would like to make a complaint about the research study then you can contact the
Patient and Advice Liaison Service (PALS) on {insert number for local trust)

WILL MY TAKING PART IN THE STUDY BE KEPT CONFIDENTIAL?

Information that could reveal your identity will be kept confidential (private) to the researchers,
medical team and your GP. However, if there were worries about you or someone else then

we would need to follow the appropriate guidelines and procedures.

EXPENSES AND PAYMENTS

You will not be given any money for taking part in the research. However, young people who
complete the questionnaires will be entered into a free prize draw to win an IPOD shuffle. We
will also provide a stamped addressed envelope for you to return completed questionnaires.

WHO CAN | CONTACT IF | HAVE ANY QUESTIONS ABOUT THIS STUDY?

You may ask the study staff any questions you may have about this study at any time. If you would
like to discuss any part of this research please contact:

Name: Charlotte Tolgyesi

Telephone: _

Post: Charlotte Tolgyesi
Trainee Clinical Psychologist
School of Psychology
University of Birmingham

Name: Dr Ruth Howard
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@  Teeohonc: N

P> Post: Dr Ruth Howard
Clinical Director, ClinPsyD
School of Psychology
University of Birmingham

Thank you for reading about this study. This is your copy of the information sheet.
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Date: 28/5/10
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2SS

L Psvcholoaical Impact of Coeliac Disease in Youna People |

INFORMATION SHEET
FOR YOUNG PEOPLE
16-18 YEARS

We are asking if you would join in a research project to find out what it is like for young
people who have Coeliac Disease. Before you decide if you would like to take part, it is
important that you understand why the research is being done and what you will be asked to
do. Please read the information in this leaflet carefully. You can talk to other people about the
research before you decide what to do. People you could talk to might be your family, school
teacher, doctor or friends.

You or your parents/carers can also telephone us if there is anything that is
not clear or if you would like to have some more information.

WHY ARE WE DOING THIS RESEARCH?

This research study is being completed for a university doctorate (3 year course) at the
University of Birmingham. Charlotte Tolgyesi is carrying out the research and she is
supervised by Dr Ruth Howard and Dr Gary Law. They are both Clinical Psychologists who
work at the University of Birmingham. This research study has also been reviewed by the
Derbyshire Research Ethics Committee.

The aim of this research study is to find out what it is like for young people
who have Coeliac Disease. We would like to find out what makes it hard to
stick to a gluten free diet, what helps young people to cope with Coeliac
Disease and what makes it more difficult. This is done by completing
guestionnaires.

WHO CAN TAKE PART IN THIS RESEARCH?
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Young people (aged 11-18 years old) with a diagnosis of Coeliac Disease who attend review
appointments at hospital will be invited to take part in the study. We will also be asking
parents/carers to take part in this research if they have a child with Coeliac Disease. We
hope that about 150 young people and their parents will be able to take part in the study.
WHAT HAPPENS IF | DECIDE TO TAKE PART?

If you and your parent/carer agree to take part then please can you:

@ e Sign the consent (agreement) forms enclosed with your parent/carer.

e Complete the “Young Person Questionnaire Pack”. It will take 25-30
minutes to complete. The questionnaires will ask about your thoughts
and feelings about Coeliac Disease, and how it affects you.

Young

Person e Your parent/carer will be asked to complete the “Parent Questionnaire
i Pack”.
_ e Please can you and your parent post to us the signed consent forms
ﬁ j with completed questionnaires in the stamped addressed envelope
provided. You can keep this information sheet.

e After you have completed the questionnaires we will only contact you if
we think that extra support might be helpful for you or if we have
concerns about you.

If you would like a summary of the results of this study, then you can contact the research
team or ask your coeliac care team at the hospital. The results will be available from October
2011.

DO | HAVE TO TAKE PART?

No. It's you and your parents’ choice if you want to take part in this study. If you decide to
take part, you will be free to stop taking part at any time during the research, without giving a
reason. If you do not want to carry on with the study, just tell your parent, the researcher or
your doctor. You can also withdraw from the study after you have completed the
guestionnaires. If you decide to stop, this will not affect your medical care.

If you have any worries or concerns after completing the questionnaire, then you should
speak to a member of your coeliac care team at the hospital. You can also contact your
General Practitioner (GP), who will be able to provide advice about where to access further
support.
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WHO CAN | CONTACT IF | HAVE ANY WORRIES OR CONCERNS AFTER COMPLETING
THE QUESTIONNAIRES?

You should speak to a member of your coeliac care team at the hospital if you have any
worries or concerns. You can also contact your General Practitioner (GP) or Coeliac UK (tel:
0845 305 2060) who will be able to provide advice about where to access further information
and/or support.

If you would like to make a complaint about the research study then you can contact the
Patient and Advice Liaison Service (PALS) on {insert number for local trust)

WILL MY TAKING PART IN THE STUDY BE KEPT CONFIDENTIAL?

Information that could reveal your identity will be kept confidential (private) to the researchers,
medical team and your GP. However, if there were worries about you or someone else then
we would need to follow the appropriate guidelines and procedures.

EXPENSES AND PAYMENTS

You will not be given any money for taking part in the research. However, young people who
complete the questionnaires will be entered into a free prize draw to win an IPOD shuffle. We
will also provide a stamped addressed envelope for you to return completed questionnaires.

WHO CAN | CONTACT IF I HAVE ANY QUESTIONS ABOUT THIS STUDY?

You may ask the study staff any questions you may have about this study at any time. If you would
like to discuss any part of this research please contact:

Name: Charlotte Tolgyesi

Telephone: ]

Post: Charlotte Tolgyesi
Trainee Clinical Psychologist
School of Psychology
University of Birmingham

Name: Dr Ruth Howard

Email:
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Telephone: [N

Post: Dr Ruth Howard
Clinical Director, ClinPsyD
School of Psychology
University of Birmingham

Thank you for reading about this study. This is your copy of the information sheet.
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[ Psvcholoaical Impact of Coeliac Disease in Youna People |

INFORMATION SHEET
FOR PARENTS

We are asking if you and your child would join in a research project to find out what it is like
for young people who have Coeliac Disease and their parents. Before you decide if you
would like to take part, it is important that you understand why the research is being done and
what you will be asked to do. Please read the information in this leaflet carefully. You can talk
to other people about the research before you decide what to do. You can also telephone us
if there is anything that is not clear or if you would like to have some more information.

WHY ARE WE DOING THIS RESEARCH?

This research study is being completed for a university doctorate (3 year course) at the
University of Birmingham. Charlotte Tolgyesi is carrying out the research and she is
supervised by Dr Ruth Howard (Clinical Director), Dr Gary Law (Child Clinical Psychologist
and Senior Academic Lecturer). They both work at the University of Birmingham. This
research study has also been reviewed by the Derbyshire Research Ethics Committee.

The aim of this research study is to find out what it is like for young people who have Coeliac
Disease and their parents. We would like to find out what makes it hard to stick to a gluten
free diet, what helps young people to cope with Coeliac Disease and what makes it more
difficult. This is done by completing questionnaires.

WHO CAN TAKE PART IN THIS RESEARCH?

Young people (aged 11-18 years old) with a diagnosis of Coeliac Disease who attend review
appointments at hospital will be invited to take part in the study. We will also be asking
parents/carers to take part in this research if they have a child with Coeliac Disease. We
hope that about 150 young people and their parents will be able to take part in the study.
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WHAT HAPPENS IF | DECIDE TO TAKE PART?
If you and your child agree to take part then please can you both:
e Sign the consent (agreement) forms enclosed

e Complete the “Parent Questionnaire Pack”. It will take 25-30 minutes to complete.
The questionnaires will ask you about your thoughts and feelings about your child’s
condition and how it affects you both.

e Your child will be asked to complete the “Young Person Questionnaire Pack”.
Questionnaires will ask your son/daughter about their own thoughts and feelings
about being coeliac.

e Please can you post to us the signed consent forms with completed questionnaires in
the stamped addressed envelope provided. You can keep this information sheet.

e After you have completed the questionnaires we will only contact you if we think that
extra support might be helpful for your child or if there are concerns about your child’s
safety. If you child is 16-18 years old then we will contact them directly.

If you would like a summary of the results of this study, then you can contact the research
team or ask your coeliac care team at the hospital. The results will be available from October
2011.

DO | HAVE TO TAKE PART?

No. It's your choice if you want to take part in this study. If you decide to take part, you will be
free to stop taking part at any time during the research, without giving a reason. If you do not
want to carry on with the study, just tell the research staff or your child’s doctor. You can also
withdraw from the study after you have completed the questionnaires (until April 2011). If you
decide that don’t want your questionnaires to be used in the research then you can contact
us at the telephone number or address on this information sheet. We will destroy any
completed questionnaires or other information that you have given by shredding them. If you
decide to stop, this will not affect the medical care you receive.

If completing the questionnaires causes any upset or concern for you or your child, then you
should speak to a member of your child’s coeliac care team at the hospital. You can also
contact your General Practitioner (GP), who will be able to provide advice about where to
access further support.

WHO CAN | CONTACT IF | HAVE ANY WORRIES OR CONCERNS AFTER COMPLETING
THE QUESTIONNAIRES?
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You should speak to a member of your coeliac care team at the hospital if you have any
worries or concerns. You can also contact your General Practitioner (GP) or Coeliac UK (tel:
0845 305 2060) who will be able to provide advice about where to access further information
and/or support.

If you would like to make a complaint about the research study then you can contact the
Patient and Advice Liaison Service (PALS) on {insert number for local trust)

WILL MY TAKING PART IN THE STUDY BE KEPT CONFIDENTIAL?

Information that could reveal your identity will be kept confidential to the researchers, medical
team and GP. However, if there were worries about your child’s safety or someone else’s
safety then we would need to follow local child protection procedures.

EXPENSES AND PAYMENTS

You will not be given any money for taking part in the research. However, young people who
complete the questionnaires will be entered into a free prize draw to win and IPOD shuffle.
We will also provide a stamped addressed envelope for you to return completed
guestionnaires.

WHO CAN | CONTACT IF | HAVE ANY QUESTIONS ABOUT THIS STUDY?

You may ask the study staff any questions you may have about this study at any time. If you would
like to discuss any part of this research please contact:

Name: Charlotte Tolgyesi

Telephone: _

Post: Charlotte Tolgyesi
Trainee Clinical Psychologist
School of Psychology
University of Birmingham

OR

Name: Dr Ruth Howard
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Email:

Telephone:

Post: Dr Ruth Howard
Clinical Director, ClinPsyD
School of Psychology
University of Birmingham

Thank you for reading about this study. This is your copy of the information sheet
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Appendix 8: Participant Consent Forms

CONSENT FORM FOR YOUNG PERSON

Research Site: ..o
Title of Project: Psychological Impact of Coeliac Disease in Young People

Participant Identification Number: ......
Researcher: Charlotte Tolgyesi Please initial box

1. | confirm that | have understood the information sheet dated 28/5/10 (version 2) for
the above study. | have had time to think about the information and ask questions
about the research.

2. | understand that my participation is voluntary and that | can leave the research at
any time, without giving any reason. If | decide not to take part the study my medical
care will not be affected.

3. | understand that the data collected during this study will be looked at by the
research team at the University of Birmingham to make sure that the analysis is a
fair and reasonable representation of the data.

4. | understand that the data collected during the study may be looked at by individuals
from the University of Birmingham, from regulatory authorities or from the NHS
Trust, where it is relevant to my taking part in this research. | give permission for
these individuals to have access to my data.

5. | understand that if there were worries about me or someone else then the
researcher would need to follow the appropriate guidelines and procedures

6. | agree to my GP being informed of my participation in the study.

7. | agree to take part in the above study.

Name of participant Date Signature

| confirm that | am the parent/guardian of hame of participant and that | provide consent for
name of participant to take part in the above study.
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Name of parent/guardian Date Signature

Name of researcher Date Signature
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Version 2
CONSENT FORM FOR PARENT/CARER
Research Site: .......ooooiviiiii e
Title of Project: Psychological Impact of Coeliac Disease in Young People
Participant Identification Number: .............
Researcher: Charlotte Tolgyesi Please initial box

1. | confirm that | have understood the information sheet dated 28/5/10 (version 2) for
the above study. | have had time to think about the information and ask questions
about the research.

2. | understand that my participation is voluntary and that | can leave the research
at any time, without giving any reason. If | decide not to take part in the study
my child’s medical care will not be affected.

3. | understand that the data collected during this study will be looked at by the
research team at the University of Birmingham to make sure that the analysis is
a fair and reasonable representation of the data.

4. | understand that the data collected during the study may be looked at by
individuals from the University of Birmingham, from regulatory authorities or
from the NHS Trust, where it is relevant to my taking part in this research. | give
permission for these individuals to have access to my child’s data and my data.

5. | understand that if there were worries about your child’s safety or someone
else’s safety then the researcher would need to follow local child protection
procedures

6. | agree to my GP being informed of my participation in the study.

7. | agree to take part in the above study.

Name of participant Date Signature
Name of researcher Date Signature
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Appendix 9: Letter of invitation for young people and parents attending clinic

Research site letter head

Name of parent/carer
Address line 1
Address line 2
Address line 3
Address line 4

Dear
Re: Psychological Impact of Coeliac Disease in Young People

I would like to invite you and your child to take part in a study to find out what it is
like for young people who have Coeliac Disease and their parents. Charlotte
Tolgyesi, Trainee Clinical Psychologist is carrying out the research as part of her
university doctorate (3 year course) at the University of Birmingham.

| have enclosed an information sheet for you and your son/daughter about the
research study. If there is anything that is not clear, or if you would like more
information, please contact Charlotte Tolgyesi. Her contact details are on the
information sheets enclosed.

Thank you for reading this.

Yours sincerely

Name of Consultant/Dietician
Title
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Appendix 10: Details of procedure

Three methods of recruitment were employed:

3) Young People attending clinic at two hospitals in the West-Midlands during the data

collection stage:

A covering letter and information sheets were sent by the local coeliac care team to young
people and parents who met inclusion criteria at least one week before their child’s coeliac
care review. Information sheets invited young people and their parents to take part in the
research study. It also explained the rationale for the research, method, confidentiality,

consent and their right to withdraw from the study at any point.

These young people and their parents were given the option to discuss the research in more
detail with the chief investigator (Charlotte Tolgyesi) after their coeliac review appointment
(with their Paediatric Gastroenterologist or Dietitian). Potential participants who made an
informed choice to participate in the study were asked to sign a written consent form. If the
young person is under 16 years of age, consent was also obtained from parents or from those

in loco parentis.

Participants were provided with the option to complete questionnaires either during the clinic
or at home. Participants who chose to complete the questionnaires after their medical
appointment were provided with a quiet room in outpatients during the clinic to complete
them. Questionnaires took approximately 25-30 minutes to complete. The chief investigator
was available to answer questions related to the study. Participants who were unable to
complete the questionnaires during the clinic, were able to complete the questionnaires at
home. A stamped and addressed envelope was provided to return completed questionnaires to
the chief investigator. Contact details of the chief investigator and her supervisors were
provided for all participants if they had any questions related to the research. However,

questions were answered in a manner to minimise bias.
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2) Young people attending routine medical reviews for their condition at a hospital in
Scotland.

Young people and parents attending medical review appointments were invited to participate
in the research by their Consultant Paediatric Gastroenterologist, during a medical review
appointment. If young people and/or parents expressed an interest in taking part, they were
given a research pack. The research pack contained a letter of invitation, participant
information sheets, young person questionnaire booklet, parent questionnaire booklet and
written consent forms. Potential participants were asked take the research pack home and read
the information sheet. This ensured that potential participants had time to consider whether
they wanted to take part. Contact details of the research staff were provided for all
participants, should participants have any questions related to the research. Young people and
parents chose if they would like to opt into the research. Those who decided to participate in
the research were asked to sign the consent forms, complete the questionnaires and then post
completed questionnaires with signed consent forms to the chief investigator (using the
stamped and addressed envelope provided). Written instructions for this process were
described on the information sheet. If the young person was under 16 years of age, consent

was also obtained from parents or from those in loco parentis.

3) Young people not attending a clinic during data collection

Some young people did not attend clinic during the data collection phase of the study. These
young people and parents were identified by the child’s coeliac medical care team and were
sent a research pack by their Consultant Paediatric Gastroenterologist. The research pack
contained a letter from their Consultant or Dietitian, participant information sheets, young
person questionnaire booklet, parent questionnaire booklet and written consent forms. Contact
details of the research staff were provided, for questions related to the research. Young people
and parents were able to choose if they wanted to opt into the research. Those who decided to
participate in the research were asked to sign the consent forms, complete the questionnaires

and then post completed questionnaires with signed consent forms to the chief investigator
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(using the stamped and addressed envelope provided). If the young person was under 16 years
of age, consent was also provided by parents or from those in loco parentis. Questionnaires

took approximately 25-30 minutes to complete.
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Appendix 11: Descriptive Statistics

Iliness Representations

Table 1 displays mean and standard deviations for young people’s illness representations, and

parental illness representations. To explore the degree of similarity or difference in illness

representations, young people and parental illness representations were compared using either

paired t-tests or Wilcoxon tests for parametric and non-parametric analysis, respectively.

Table 1: lliness representations and treatment perceptions

Variable Young Person Parent Young Person and
Parent Comparisons
IPQ-R N | Mean SD | N Mean SD | N t Sig.
(median) | (IQR) (Median) | (IQR) (orz) (2-
tailed)
Identity 39| (3¢ 9) 30 | (3.50) * (6.25) | 29 | (0.123) | 0.217
Timeline-Acute- | 40 | 4.152 061 |32 (4.58)2 (1.04) | 32 | (-1.234) | 0.217
Chronic
Consequences | 40 | (3) 2 (0.70) | 32 | 3.182 0.78 |32 | (-0.627) | 0.531
Personal 40 | (3.67)2 | (0.67) | 32 | 3.962 0.66 |32 |(-1.519) |0.129
Control
Treatment 40 | 3.572 0.69 |34 (4.00)2 (1.05) | 34 | (-1.885) | 0.059
Control
[lIness 40 | (2)2 1) 341 (1.80) 2 (1.1) |34 |(-0.681) | (0.496)
Coherence
Timeline 40 | 2.79? 0.86 |[34](1.88)2 (1.13) | 34 | (-3.358) | (0.001)
Cyclical
Emotional 40 | 2.602 0.96 |34]3.022 1.29 |34 |-1.886 0.068
Representations

Note: Scores for identity range from 0-20. All other scores range from 0-5.
! Total median score.
2 Adjusted mean/median score (sum of scale items divided by number of items).

Overall, young people and their parents believed that CD was a chronic condition. They also

perceived moderate negative consequences and moderate emotional representations
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associated with CD. Similarly, young people and parents perceived moderate levels of
personal control over their condition and coherence levels were positive overall (thus,
indicating low levels of confusion or puzzlement in regard to CD). In contrast, there was some
statistically significant discrepancy between young people and their parents’ timeline-cyclical
beliefs. Namely, young people scored moderately for timeline-cyclical beliefs, whereas their
parents did not perceive the condition to fluctuate (z=1.885; p<0.01). In general, parents also
believed that CD was controlled by treatment and young people perceived moderate treatment
control. Differences in these scores were not significant, but there was a trend towards

significance.

Identity

Tummy pain (n=20), upset tummy/diarrhoea (n=17), feeling tired (n=16) and feeling sick

(n=15) were the symptoms that young people most often associated with CD. For parents,
upset stomach/diarrhoea (n=18), tummy pain (n=17) and loss of strength (n=13) were the

symptoms most often attributed to CD.

Treatment Beliefs
In general, young people scored moderately for self-management necessity beliefs (Mdn=3.8,
IQR=0.80) and did not report high concerns (M=2.47, SD=0.69) related to dietary self-

management.
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Bivariate correlations

A series of inter-correlations between IPQ-R subscales for young people (see table 2) and

parents (see table 3) were identified.

Table 2: Young People’s illness representations

Young Person 1 2 3 4 5 6 7
Variable

1. Identity -
2. Timeline (.22)

(acute/chronic)
3.Consequences (.31) (-0.2)
4. Personal (.02) (--13) 0.2)

Control
5. Treatment (.06) -.18 (0.28) (.61**)

Control
6. lliness (.24) -.22 (.25) (-.22) (--36)
coherence
7. Timeline (0.49**)  -62** (.08) (-0.40) .08 (.40)
cyclical
8. Emotional (.38) - 48** (.40) (-.17) -.30 (.49**) .36

Representations

Note: **p<0.01

Inter-correlations using Spearman’s rho are displayed in brackets.

Inter-correlations indicated that young people who believe their CD is a chronic condition (i.e.

timeline acute-chronic) were less likely to believe their CD fluctuates (i.e. timeline-cyclical)

and had less negative emotional representations associated with their condition. In contrast,

young people who did not feel their condition made any sense (i.e. illness coherence) were

more likely to report negative emotional representations. Personal control and treatment

control were positively correlated with each other.
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Spearman’s rho showed that age was not significantly correlated with any dimensions

of illness representations. However, young people who had been diagnosed with CD for

longer, were more likely to believe that their condition was chronic (timeline acute/chronic:

rs=.45, p<0.01) and more likely to perceive CD to come and go in cycles (timeline-cyclical:

rs=-.441, p<0.01). No other illness representations were associated with duration of CD.

Table 3: Parental illness representations

Parent Variable 1 2 3 4 5 6 7
1. Identity
2. Timeline (-.19)
(acute/chronic)
3.Consequences (-.01) (-0.90)
4. Personal (.10) (.14) .03
control
5. Treatment (.06) (.07)  (-.04) (.61*%)
control
6. lliness (.13) (-.40) (.14) (-.05) (-.14)
coherence
7. Timeline (.05) (-.15) (.30) (-.24) (-.36) (.40)
cyclical
8. Emational (0.5) (.15) -.37 -.09 (.16) (.24) (.20)

representations

Note: **p<0.01

Inter-correlations using Spearman’s rho are displayed in brackets.

As Table 5 shows, only parental beliefs measuring perceived personal control and treatment

control were positively correlated with each other.
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Self-efficacy
Young people were asked to rate their self-efficacy to stick to a gluten-free diet across a
variety of situations. The most common situations where young people reported low levels of
confidence (rated below 5 out of 10) in their ability to stick to their gluten-free diet, were
eating out at my favourite restaurant (27%, n=11), when | want more dietary variety (27%,
n=11) and when faced with appealing foods that are not gluten-free in a supermarket, vending
machine or cafe (24%, n=10). A Mann-Whitney test showed that total self-efficacy in young
people did not differ between boys and girls.

Young people’s self-efficacy was negatively and moderately correlated with their own
timeline-cyclical beliefs (rs=-0.596, p<0.01), but not to other illness representations. This
indicates that young people with higher levels of self-efficacy were less likely to believe that

their CD fluctuates.

Dietary Self-Management

A dietary self-management total score was generated from four items: the frequency of eating
gluten in the last two weeks (at home and away from home), as well as young people’s
perception of how well they stick to the gluten-free diet generally (at home and away from
home). Figure 3 shows self-management total scores, with lower scores indicating better
dietary self-management. Overall, 44% (n=17) of young people reported good self-
management, indicated by a score of O (i.e. did not knowingly eat foods containing gluten in
the last two weeks and in general stick to their gluten free diet extremely well). More

specifically, 60% (n=24) of young people reported that they had not eaten foods containing
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gluten at home (in the last two weeks). This frequency increased to 65% (n=26) while away
from home.

In contrast, 13% (n=5) of young people reported that in the last two weeks they had
eaten gluten daily or all the time while at home (10% while away from home). 15% (n=6) of
young people reported that in general they did not stick to their gluten-free diet very well

while at home (10% away from home).

18
16 -

14 -

12 -

=
o
|

Frequency

o N B O
|

| ||
0 1 2 3 4 5 6 7 8 9 10 11 12 13 14 15 16

Self-Management: Total Score

Figure 1: Self-Management total scores

Mann-Whitney tests showed that self-management (self-report and parent report) was
not significantly different between males and females. Furthermore, a Wilcoxon test showed
no significant difference between parents’ and child’s self-management ratings (see Table 4).

This provides some indication of inter-rater reliability across self-management ratings.
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Table 4: Self-Management descriptive data and comparison scores

Variable Young Person Parent Young Person and Parent
Comparisons
N | Median| SD | N | Median | SD N z Sig.
(2-tailed)
Self- 39 | 2.00 6.00 |34 |1.00 4.50 33 | -1.49 0.14
Management

Note: range 0-16

Higher score = poorer self-management
Well-being
Well-being of Young People
Well-being of young people was assessed using the SDQ (self-report and parent versions) and
KIDSCREEN. Overall, SDQ mean total scores indicated that young people were in the
“normal” range (see Table 5). More specifically, 77% (n=31) of self-report and 82% (n=28) of
parent-report SDQ scores were in the “normal” range, 10% (n=4) of self-report and 3% (n=1)
of parent scores were classified as “borderline”. “Abnormal” scores were identified in 10%

(n=4) of self-report questionnaires and 15% (n=5) of parent-report questionnaires.

Table 5: SDQ scores

Self-report Version Parent Version
SDQ N Mean SD N Mean SD
SDQ: Total Score 39 |11.31 5.45 34 8.47 6.66

Note: Scores range 0-40.

Mean and median KIDSCREEN subscale scores were also in the average range (see Table 6).
More specifically, only 8% (n=3) of young people were in the “low” or “very low” range for
physical well-being, 5% (n=3) for psychological well-being, 8% (n=3) for parent relations

and autonomy, 8% (n=3) for social support and 3% (n=1) for school environment (see Table
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7). Levels of well-being did not differ significantly between boys and girls, when measured

by KIDSCREEN (Mann-Whitney) and SDQ total scores (Independent t-test).

Table 6: KIDSCREEN descriptive data.

KIDSCREEN Boys Girls
Subscale
N Mean SD N Mean SD
(Median) | (IQR) (Median) (IPR)
2Physical Wellbeing 9 (19.00) 5.50) 29 (19.00) (5.00)
3Psychological Well-being | 9 29.44 3.09 29 27.79 4.25
3 Parent Relations and 9 27.66 5.07 29 28.31 4.71
Autonomy
1Social Support and Peers | 9 16.67 3.16 29 16.48 3.16
1School Environment 9 15.44 2.70 29 15.41 3.16
2 KIDSCREEN total Score | 40 107.00 14.70 29 105.83 15.95
Note: 2= 5 items; 3=7 item; 1= 4 items, =27 items
Table 7: KIDSCREEN scores
Gender | Very | Low Low | Average | High High | Very
low average average high
Physical Girls 7% 0% 7% 27% 37% 23%
Wellbeing (n=30)
Boys 11% 0% 11% 44% 33% 0%
(n=9)
Psychological | Girls 3% 3% 13% 48% 19% 13%
well-being (n=31)
Boys 0% 0% 33% 56% 11% 0%
(n=9)
Parents Girls 0% 6% 13% 39% 32% 10%
relations and | (n=31)
Autonomy Boys 0% 11% 11% 56% 11% 11%
(n=9)
Social Girls 3% 7% 13% 43% 33%
Support and (n=30)
Peers Boys 0 0 22% 33% 44%
(n=9)
School Girls 3% 0% 17% 38% 28% 14%
Environment | (n=29)
Boys 3% 0% 11% 67% 0% 22%
(n=9)

Note: high score = positive well-being
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As expected, SDQ: Total Score was negatively correlated with KIDSCREEN: total
score (r=-0.48, p<0.01). This is logical given that a higher SDQ scores indicates greater
emotional and behavioural difficulties, whereas higher scores on the KIDSCREEN suggest

better well-being. Correlations between the KIDSCREEN and SDQ are shown in Table 8.

Table 8: Bivariate correlations: Well-being of young people

1 2 3 4 5 6

1. SDQ: total score

2. Kidscreen: total - 48%*
score

3. Physical Wellbeing (-.28) (.71%%)

4. Psychological Well- | -.51** .89** (.64**)
being
5. Parent relations -.36 .82** (.41*%*)  44**
6. Social Support -15 .68** (.35) 54** 44
7. School -55**  81** (.43%*)  72** 62** ATH*

Note: ** p<0.01

Inter-correlations using Spearman’s rho are displayed in brackets
Well-being of Parents
The Depression, Anxiety and Stress Scale (DASS) measured parents’ psychological well-
being. Overall, the DASS indicated levels of psychological wellbeing (as measured by
symptoms of depression, anxiety and stress) in the “normal” range (see Table 9). More
specifically, 94% were in the “normal” range for depression ( n=32), anxiety (88%, n=30) and

stress (88%, n=30) (see Table 10).
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Table 9: Parent’s well-being descriptive data

Parents Well-being N Median Interquartile range

DASS: Depression 34 0.50 2.00

DASS: Anxiety 34 0.00 1.00

DASS: Stress 34 1.00 3.25

GWSBI: Total Score 34 23.5 7.00

Table 10: DASS scores

DASS Normal Mild Moderate Severe Extremely
Severe

N % N % N % N % N %

DASS: 32| %% |0 0% 1 3% 1 3% 0 0%

Depression

DASS: 30| 8% |0 0% 2 6% 2 6% 0 0%

Anxiety

DASS: 30| 88% |1 3% 0 0% 2 9% 0 0%

Stress

Inter-correlations between measures of well-being showed that parents with high levels of

anxiety (DASS: Anxiety) were also more likely to have higher levels of depression (DASS:

Depression) (rs=.51, p<0.01)

183




Appendix 12: Copies of letters relevant to ethical review and approval

[not available in electronic copy of thesis]

184



Appendix 13: Copies of Research and Development Approval Letters

[not available in electronic copy of thesis]

195





