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ABSTRACT

This thesis is concerned about the transition experience and inclusion of vision
impaired students in Higher Education (HE) in the UK. It takes a holistic perspective
by investigating how well supported students were into HE, how inclusive the
environment was when they got there, and how prepared they were for studying

independently in a HE environment.

The thesis draws upon a longitudinal qualitative study into the post-16 transition
experiences of young people with vision impairment, and focuses the analysis upon a
series of semi-structured interviews and case study work with 39 participants, who
applied for a broad range of courses at institutions across England, Scotland and

Wales.

Applying Bronfenbrenner’s Bioecological Model of Human Development as a lens
through which to interpret the findings, the thesis offers two new conceptual models.
The first model, the Bioecological Model of Inclusive Higher Education, offers a
framework through which to interpret the interaction of different factors on the
learner’s experience, which includes the learner’s development over time. The
second model the Balanced Model of support proposes a balanced strategy for
inclusive access to HE through examining an appropriate balance of inclusive
practice, individual adjustments, individual agency, and how this might be facilitated

through progressive mutual accommodations.
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1. INTRODUCTION

1.1. OVERVIEW

This thesis is concerned about the inclusion of vision impaired students in Higher
Education (HE) in the UK, and draws upon evidence collected with 39 participants
who applied to HE institutions (HEIs) across England, Scotland and Wales. In
particular it is concerned with answering three research questions:
1. How well supported are students with vision impairment as they make the
transition into higher education?
2. How inclusive is higher education for students with vision impairment?
3. How well prepared are vision impaired students for being independent
learners in higher education?
However, all research has a context, and this chapter provides an overview of how
this research thesis came about. The chapter does this by providing an overview of
the thesis, particularly in the context of the sponsored research the ‘Longitudinal
Transitions Study’ to which this thesis is connected. Section 1.2 provides a detailed
description of the sponsored study, including explaining how it came about and the
research design used. It also gives an overview of the data collected as part of the
sponsored study and details of associated research outputs. Section 1.3 provides
justification for focusing the thesis on the transition experience of young people with
vision impairment (V1) into HE. Section 1.4 discusses the rationale behind basing the
thesis upon a sponsored study by outlining the advantages of doing so. Section 1.5

concludes by providing an overview of the different chapters of the thesis.



1.2. DESCRIPTION OF THE SPONSORED STUDY

1.2.1. OVERVIEW OF THE RESEARCH PROPOSAL

The Longitudinal Transitions Study was devised by UK-based charity Royal
National Institute of Blind People (RNIB) in response to poor employment outcomes
for young people with V1. In particular there were concerns regarding the limited
research evidence to understand the transition experience of young people with VI

from compulsory education through to the labour market.

Researchers at Vision Impairment Centre for Teaching and Research (VICTAR)
based in School of Education, University of Birmingham were successful in a tender
for the research project and commenced the longitudinal study in 2009. The key
objectives of the project were to:

1. Track the process of transition for blind and partially sighted young people
from age 14 for at least five years (from compulsory education through to the
labour market)

2. ldentify the roles of professionals involved

3. Identify the factors that improve or reduce a young person’s chance of

gaining employment.

The original project plan included the following key phases:
1. Recruit and survey VI services
2. Through these services, recruit and survey a sample of Year 9 and 11 students

(this was later extended to Year 10 students) with VI



3. Carry out follow-up surveys of the sample of students with VI

1.2.2. TIMETABLE AND MANAGEMENT OF THE SPONSORED STUDY
The research presented in this thesis is part of a larger longitudinal study of which
the writer has been the sole full-time researcher for the duration of the study to date.
The study took place over three stages. Stage one was funded by RNIB, and took
place from autumn 2009-spring 2012. Stage two was funded by the Nuffield
Foundation and took place from spring 2012 — autumn 2015. Stage three is being

funded by Thomas Pocklington Trust and commenced in autumn 2015.

From February 2010 | was employed as the full-time researcher on the project with
responsibilities for the development of survey instruments, data collection, analysis
and reporting, as well as the day-to-day management of the project. The overall
direction of the research was overseen by a steering group made up of professionals
within the field (including representatives from the voluntary sector, careers
advisors, heads of local authority sensory support services) and young people with
VI. Shorter term plans and decisions were made by myself (full time researcher on
the study), the principal investigator (Professor Graeme Douglas) and a research

officer from RNIB (Sue Keil) as part of the collective project team.

Participants were recruited in summer 2010, and at the time were informed that they
were consenting to take part in a longitudinal study of five years (with the freedom to
withdraw from the project if they wished). Participants of the study have been

surveyed on average twice yearly throughout the course of the ongoing funded study.
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The first of these interviews, usually held in the autumn, addressed particular themes
(as well as obtaining longitudinal data relating to the young person’s transition
experience). The second, usually held in the spring/early summer took the form of a
‘catch-up’ interview by again collecting longitudinal data and also looking at

decisions that the young people had made for the next academic year.

In autumn 2013, case study work commenced amongst a subsample of the
participants. As well as speaking to these young people in more depth about their
transition experiences, ‘associates’ of the young people (i.e. family members and key
professionals involved in supporting them through their transition) were recruited to

take part in interviews.

1.2.3. RECRUITMENT AND ENTRY CRITERIA
Participants in the longitudinal study were recruited from 14 Local Authority VI
support services across the England Midlands and Wales, two special schools and

two mainstream schools with specialist resource bases.

In autumn 2009, the services were asked to complete a questionnaire which asked for
basic information about the students they were supporting in school Years 9, 10 and
11 (aged between 13 and 16). Anonymised information included: the participant’s
ethnicity; gender; preferred reading format; and whether they had additional special
educational needs (SEN). Using this data, recruitment packs were then prepared for
the young people identified, in the students’ preferred format (and in the case of non-

English speakers, their preferred language), before being passed on for distribution



by the various services. A key question on this survey was whether the service
believed the young person would be able to ‘independently complete a questionnaire’
which was used as the main inclusion criteria for the project. Only those who were

assessed as being able to independently complete a questionnaire were approached to

take part in the study, thus excluding young people with more complex needs.

Informed consent was received from 86 young people and their parents/guardians, 84
of whom completed baseline questionnaires: 31 in school Year 9, six in Year 10
(recruited during the third year of the project), and 47 in Year 11. In autumn 2013, a
sub-sample of young people were invited to take part in a separate strand of case
study work. They were provided with an information pack containing a covering
letter, information sheet and consent form. Once consent forms were received, those
recruited were contacted to obtain contact details of any key people (‘associates’)
that they would be happy to be approached. Again, these associates were provided
with an information pack, and informed consent was expressed through the return of

the completed consent form.



Figure 1: Timeline summarising recruitment and data collection
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1.2.4. CASE STUDY WORK

When writing the funding proposal for Phase 2 of the project, the project team had
concerns that the interviews conducted during Phase 1 had only captured the voices

of the young people. Whilst | had spoken with the young people on many occasions,

CASE STUDIES
AUTUMN 2013 ONWARDS

the perspective of other key parties had not been captured. This included




parents/carers, school teachers (in mainstream settings), and other professionals. As
will be highlighted in the literature review, the preparation for the transition into
adulthood and employment for young people with VI commences (at least ideally) in
the earlier stages of the young person’s life. Therefore, by speaking with some of the
key people involved in supporting the participants through these transitions, a more
comprehensive overview of their experiences could be obtained. Additionally, as will
be presented in this thesis, the transition into HE for young people with VI can be a
complex one, requiring the input of a range of professionals. For example,
professionals involved in supporting a young person with VI through this transition
could include departmental welfare tutors, disability support officers, mobility

officers and library transcription services.

Potential participants for case studies on experiences in HE were identified by myself
in spring 2013 and the shortlist was discussed further within the project team.
Priority was given to recruiting a diverse range of participants (in terms of
characteristics and chosen course), rather than seeking to necessarily get a
representative group. This is more typical of case study research, which by nature
does not seek to obtain generalisable results (Thomas, 2011a). The criteria which |
considered when short-listing these participants included:

e Range of VI (using preferred reading format as a proxy)

e Previous secondary education settings (mainstream, special school and mixed

settings)
¢ Range of subjects (e.g. arts, science, vocational)

e Range of institutions (e.g. pre and post-1992 universities)



A further factor taken into consideration was the level of involvement and
enthusiasm that the participants had shown in the past. As the case study work
involved recruiting the participants to take part in interviews and data collection in
addition to the ongoing longitudinal research, it was important to consider how well
engaged the participants were in the research, avoiding the possibility of over-

burdening them and losing their participation in the broader study.

1.2.5. KEY DATA CAPTURES AND PUBLICATIONS

Since 2010, the young people have been interviewed roughly twice a year. Table 1
outlines the focus of each round of interviews and provides an overview of the
corresponding technical reports which have been published. Only data which was

collected up to spring 2017 has been included within this thesis.



Table 1: Longitudinal study: key data collection periods and their focus (as of December 2018)

Date Year 9 Year | Year 10 Year | Year 11 Year | Publications/Reports (all publically
9 10 11 available)
(N) (N) (N)
Summer | Background 31 N/A N/A | Background 47 Hewett, R., Douglas, G., and
2010 questionnaire: questionnaire: Williams, H. (2011) Post-14
details of their details of their transitions support — a survey on the
VI, support VI, support transition experience of visually
received in received in impaired young people: Technical
school, transition school, transition Report. Vision Impairment Centre for
planning and planning and Teaching and Research, University of
future plans future plans Birmingham
Autumn | N/A N/A | N/A N/A | Follow-up 46 Hewett, R., Douglas, G., and
2010 interviews after Williams, H. (2011) Post-14
GCSE exams: transitions support — a survey on the
results obtained, transition experience of visually
exams impaired young people: Technical
experience, Report. Vision Impairment Centre for
transition from Teaching and Research, University of
compulsory Birmingham
education
Easter Transition 28 N/A N/A | Transition 47 Hewett, R., Douglas, G., and
2011 interview from interview Williams, H. (2011) Post-14
Year 9 into Year following GCSE transitions support — a survey on the
10 courses into sixth transition experience of visually
form, FE, impaired young people: Technical




employment and
apprenticeships.

Report. Vision Impairment Centre for
Teaching and Research, University of
Birmingham

Summer | Social 28 N/A N/A | Social 42 Hewett, R., Douglas, G., Ramni, A.
2011 networking: use networking: use and Keil, S. (2012). Post-14 transitions
of computers, of computers, use — A survey of the social activity and
use of social of social social networking of blind and
networking sites, networking sites, partially sighted young people:
use of mobile use of mobile Technical Report. Vision Impairment
phones phones Centre for Teaching and Research,
University of Birmingham
Summer | N/A N/A | Background 6 N/A N/A | Hewett, R., Douglas, G., and Keil, S.
2012 questionnaire: (2013) Young people’s progress and
details of their views of independence aged 16-19:
VI, Post-14 transitions support. Vision
qualifications, Impairment Centre for Teaching and
current studies, Research, University of Birmingham
future plans
Autumn | Independence 24 Independence 6 Independence 34 Hewett, R., Douglas, G., and Keil, S.
2012 interviews — an interviews — an interviews — an (2013) Young people’s progress and
investigation of investigation of investigation of views of independence aged 16-19:
the participants the participants the participants Post-14 transitions support. Vision
views of views of views of Impairment Centre for Teaching and
independence independence independence Research, University of Birmingham
Summer | Transition 26 Transition 6 Transition 37 Hewett, R., Ellis, L., Douglas, G., and
2013 interview — interview — interview — (17 Keil, S. (2014) Vision, Accessing

transitions made

Information and Accessing Benefits.

10



transitions made transitions made in 2013(including | in Technical report of findings to
in 2013 in 2013 HE) HE) | December 2013. Vision Impairment
Centre for Teaching and Research,
University of Birmingham
Autumn | Case study work commenced
2013
Autumn | Vision 24 Vision interview: Vision interview: | 34 Hewett, R., Ellis, L., Douglas, G., and
2013 interview: registration, use registration, use Keil, S. (2014) Vision, Accessing
registration, use of equipment of equipment Information and Accessing Benefits.
of equipment (specialist and (specialist and Technical report of findings to
(specialist and mainstream), mainstream), December 2013. Vision Impairment
mainstream), vision in vision in different Centre for Teaching and Research,
vision in different contexts, braille, University of Birmingham
different contexts, braille, DLA/PIPs
contexts, braille, DLA/PIPs
DLA/PIPs
Summer | N/A N/A | End of first year End of first year |1 Hewett, R., Keil, S., and Douglas, G.
2014 HE interviews HE interviews (2015a) Summary Report:

Experiences of blind and partially
sighted young people as they make the
transition into Higher Education,
Vision Impairment Centre for
Teaching and Research, University of
Birmingham

Hewett, R., Keil, S., and Douglas, G.
(2015b) Experiences of blind and
partially sighted young people as they
make the transition into Higher
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Education, Vision Impairment Centre
for Teaching and Research, University
of Birmingham

Autumn
2014

Transition
interview and
investigation
into wellbeing,
friendships,
support and
information in
relation to VI,
and independent
living

22

Transition
interview and
investigation into
wellbeing,
friendships,
support and
information in
relation to VI
and independent
living

Transition
interview and
investigation into
wellbeing,
friendships,
support and
information in
relation to VI,
and independent
living

33

Hewett, R., Douglas, G., and Keil, S.
(2015a) Longitudinal Transitions
Study of Young People with Visual
Impairments: Methodology Summary.
Vision Impairment Centre for
Teaching and Research, University of
Birmingham

Hewett, R., Douglas, G., and Keil, S.
(2015b) The Transition Experiences of
Young People with Visual
Impairments aged 17-21. Vision
Impairment Centre for Teaching and
Research, University of Birmingham

Hewett, R., Douglas, G., and Keil, S.
(2015c) Wellbeing of Young People
with Visual Impairments. Vision

Impairment Centre for Teaching and
Research, University of Birmingham

Hewett, R., Douglas, G., and Keil, S.
(2015d) Support and Information
received by Young People with Visual
Impairments: Technical report of
findings October 2014 to February
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2015. Vision Impairment Centre for
Teaching and Research, University of
Birmingham

Hewett, R., Douglas, G., and Keil, S.
(2015e) Young People with Visual
Impairments Transitioning into
Independent Living: Technical report
of findings October 2014 to February
2015. Vision Impairment Centre for
Teaching and Research, University of
Birmingham

Summer
2015

End of first year
HE interviews
and follow-up
interviews with
all who
transitioned into
HE

End of first year
HE interviews
and follow-up
interviews with
all who
transitioned into
HE

End of first year
HE interviews
and follow-up
interviews with
all who
transitioned into
HE

15

Hewett, R., Keil, S., and Douglas, G.
(2015a) Summary Report:
Experiences of blind and partially
sighted young people as they make the
transition into Higher Education,
Vision Impairment Centre for
Teaching and Research, University of
Birmingham

Hewett, R., Keil, S., and Douglas, G.
(2015b) Experiences of blind and
partially sighted young people as they
make the transition into Higher
Education, Vision Impairment Centre
for Teaching and Research, University
of Birmingham
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Winter Transition 20 Transition Transition 33 Hewett, R., Douglas, G., and Keil, S.
2015/16 interview, SEND interview, SEND interview, SEND (2017) Reflections of Transition
reforms and reforms and reforms and Experiences by Young People with
reflections on reflections on reflections on Visual Impairments aged 19-22:
how well they how well they how well they Technical report of findings to April
were supported were supported were supported 2016, Vision Impairment Centre for
during their time during their time during their time Teaching and Research, University of
in compulsory in compulsory in compulsory Birmingham
education education education
Winter Transition 19 Transition Transition 28 Hewett, R and Douglas, G. (2018) The
2016/17 interview, interview, interview, Transition Experiences of Young
employment employment employment People with Vision Impairment aged

readiness, self-
advocacy in the
workplace, locus
of control and
wellbeing

readiness, self-
advocacy in the
workplace, locus
of control and
wellbeing

readiness, self-
advocacy in the
workplace, locus
of control and
wellbeing

21 to 24. Technical report of findings
to November 2017, Vision Impairment
Centre for Teaching and Research,
University of Birmingham
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This thesis also incorporates the data collected from eight case studies. Five of the
case study participants were recruited in their first year of HE, one in their second
year, and two as they prepared to make the transition from further education (FE) and

into HE.

Table 2: Summary of case study data collection

Type of data collection Total (N)
Shadowing diary

Shadowing follow-up interview

Focused interview with case study participants
Interview with parent/carer

Interview with welfare tutor

Interview with disability support officer
Interview with mobility officer

Total

Wk OOl o101 01

In addition to the series of technical reports, the research findings have also been
presented in a number of peer-reviewed publications and end-of-phase summary

reports. These include:

e Hewett, R, Douglas, G., McLinden, M. & Keil, S. (2018) Balancing inclusive
design, adjustments and personal agency: progressive mutual accommodations
and the experiences of university students with vision impairment in the United
Kingdom. International Journal of Inclusive Education.

e Hewett, R., Douglas, G., McLinden, M., & Keil, S. (2017). Developing an
inclusive learning environment for students with visual impairment in higher
education: progressive mutual accommodation and learner experiences in the

United Kingdom. European Journal of Special Needs Education, 32(1), 89-109
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e Hewett, R. (2017) Recruiting and retaining participants in a longitudinal
qualitative study. Sage Research Methods Cases. Sage Open.

e Hewett, R., Douglas, G., and Keil, S (2016) Transition to adulthood: Final
summary report for project “Longitudinal study of transitions experiences of
blind and partially sighted young people (Phase 2)”. Vision Impairment Centre
for Teaching and Research, University of Birmingham.

e Hewett, R., and Douglas, G. (2015) Inclusive Design: Its impact on young people
with vision impairment. Journal on Technology & Persons with Disabilities. 3,
277-290.

e Douglas, G. and Hewett, R. (2014) Views of independence and readiness for
employment amongst young people with visual impairments in the UK. The
Australian Journal of Rehabilitation Counselling, 20 (2), 81-99

o Hewett, R., Douglas, G., Keil, S. (2014) Post-16 transition experience of visually
impaired young people in England and Wales: Early findings from a longitudinal

study. British Journal of Visual Impairment, 32 (3), 211-222

1.3. DECIDING ON THE FOCUS OF THE THESIS

Once the participants left compulsory education there were three main pathways
which they pursued. These were: FE; HE; employment and apprenticeships. At this
point in the study the focus of the data collection periods moved from following the
young people in year groups towards investigating the specific ‘pathways’ which
each young person followed. Figure 2 provides a summary of the main pathways

pursued by the participants.
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Figure 2: Pathways pursued by the participants
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Over half of the participants chose to go to HE after completing qualifications in

sixth form and FE, highlighting what an important pathway this is for young people

with VI. As will be discussed further in the literature review in Section 2.3, research

evidence suggests improved employment outcomes in the UK for people with V1 if

they have higher qualifications, in comparison with those who have lower or no

qualifications (above that observed in the general population). As the participants

were different ages, and some took longer to make the transition from FE than

others, this enabled me to make initial observations of the complexity of the

transitions into HE for a small number of participants, before concluding that their

experiences warranted a more extensive investigation, beyond the scope of the

original research study.

Therefore, the rationale behind the decision to focus specifically on those young

people on the university pathway can be summarised as follows:

e HE was a pathway taken by over half of the participants, highlighting how

important it is to understand their experiences on this pathway;
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e There is evidence which suggests a greater likelihood of a successful
transition into employment for vision impaired people who have HE
qualifications

¢ Initial discussions with the older cohort (Year 11) who had made the
transition into HE showed that the processes of support seemed complex and

worthy of further investigation

The primary aim of this thesis has been to understand the experiences of young
people with VI making the transition into HE and to identify ways in which to

improve the outcomes for these young people.

1.4. BASING A THESIS UPON THE SPONSORED

STUDY: ARATIONALE

In this section | provide a rationale for basing this thesis upon a sponsored study,
rather than a piece of research funded by the individual researcher. In particular, I
outline the benefits of investigating transition through a longitudinal study whilst

considering the challenges which are often encountered in resourcing such studies.

1.4.1. RESOURCING A LONGITUDINAL QUALITATIVE STUDY

A number of researchers experienced in conducting longitudinal qualitative research
(e.g. Holland et al., 2006; Henwood and Lang, 2003) highlight what a valuable
research method it is has proved to be for investigating experiences of different

transitions. However, researchers also note (e.g. Farrall, 2006; Holland et al., 2006)
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that longitudinal qualitative studies can be extremely resource intensive. This is
particularly true in the case of transition where the changes that the researcher seeks
to observe can take a long period of time to be realised. This proved to be the case in
this study where the participants were initially recruited in 2010 (aged between 14
and 16), but some of them are still preparing to make their initial transition into HE
(aged between 21 and 23). Therefore, by basing the research around the sponsored
study it has ensured that there are sufficient resources (crucially the salary of a
fulltime researcher — me — for several years) to be able to maintain contact with the

participants and to be able to continue tracking their progress.

1.4.2. PROVIDING CREDIBILITY TO THE RESEARCH

When working with participants in a longitudinal study it is especially important to
be able to reassure them of the credibility of the research, to help ensure their
commitment and confidence in the research process. This is because, in contrast to
other research designs, the participants are asked to take part in multiple data
collections. As the purpose of the research is to observe the experiences of the
individual, it is essential that the same participants are used throughout the research
study. Therefore, it could be challenging for an individual researcher to be able to
recruit participants into a longitudinal study if they were not able to convince the
participant that the research is likely to have any impact on the world around them.
The research presented in this thesis has therefore benefited from being linked to the
wider project which is being supported by voluntary sector organisations which are
well positioned to respond to any important findings which emerge from the

research.
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1.4.3. SINGULAR CONTRIBUTION
A potential concern with embedding a PhD study within a larger sponsored research
project is that the ‘singular contribution’ required by the PhD candidate may be
difficult to discern from the contribution made by the broader research team. For this
reason it is important to explicitly describe this singular contribution. For the
duration of the research study I have acted as the sole researcher on the project,
facilitated by the principle investigator and a research officer from partner
organisation RNIB. This has included leading on: the recruitment of the participants;
development of survey instruments; data analysis; reporting and other dissemination
activities. I have been first author on all technical reports which have been published
from the study. In particular, | have led the research into the experiences of the
participants in HE and have extended the research conducted to beyond the remit of
the original research proposal by:
e conducting additional follow up interviews with all the participants who
made the transition into HE
e recruiting additional case study participants (compared with the other
pathways)
¢ spending a day shadowing the case study participants in HE
e developing a conceptual framework through which to view the research

findings.
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1.5. OVERVIEW OF THE THESIS

I conclude this introduction by giving a short overview of the individual chapters of

the thesis.

In Chapter Two, ‘Literature Review’, | outline some of the key literature which has
informed this thesis. | begin by setting the scene and outlining the problem under
consideration through a discussion of the employment outcomes of young people
with V1. | explore research evidence of enablers and barriers which can impact upon
these employment outcomes, and the particular challenges faced by young people
with VI during the transition from school. I highlight the significance of education
and the impact upon longer term outcomes of the delivery of specific skills through
an ‘additional’ or ‘expanded core curriculum’. The second part of the chapter focuses
on experiences of students with disabilities in HE, including a detailed analysis of
literature that investigates the experiences of students with V1. The chapter concludes

by outlining the three research questions which are explored in this thesis.

In Chapter Three, ‘Theoretical Framework’, | outline the theoretical framework used
in this study by outlining three interconnected models. Applying these models in the
context of VI, they provide a holistic view of the process of personal development.
Firstly, | examine literature on different interpretations of ‘disability’ to consider
how understanding of disability has developed over time, as well as presenting
current guidance given by the World Health Organisation on how to view disability,
through the International Classification of Functioning Disability and Health (ICF)

Framework. Secondly, | provide an overview of Bronfenbrenner’s Bioecological
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Model for Human Development and consider its potential for conceptualising the
development of young people with VI, including interpreting how their life
experiences and personal characteristics might impact upon the transitions that they
make. Thirdly, I present a dual ‘access to learning model’ (McLinden et al., 2016) to
consider the balance between a young person with V1 being facilitated directly in
their learning, but also being supported to learn the necessary skills to access

learning independently.

Chapter Four, ‘Methodology: The Longitudinal Transitions Study’ outlines the
broader study in which this thesis is situated. The chapter commences with a
comprehensive discussion of the research methods which have been used in the
study, including a presentation of longitudinal qualitative studies and case studies
and the research design. This is followed by a discussion of the principles of
participatory research which were adopted in this thesis, and an overview of the data
collected as part of the Longitudinal Transitions Study which has been used in this
thesis. The chapter also presents data on the characteristics of the participants who
took part in interviews on their experiences of HE, and summarises the topics which
were investigated through both the routine follow-up interviews with the participants
and through the case studies. Finally, a description and justification is provided for

the approach used for data analysis.

Chapter Five outlines my development of the Bioecological Model of Inclusive
Higher Education. Drawing upon the findings of the longitudinal study and applying

Bronfenbrenner’s original theory, | present the conceptual model which | developed
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and applied throughout the rest of the thesis as a ‘lens’ through which to view the
‘ecology’ in which the young people’s education took place. The Bioecological
Model of Inclusive Higher Education is applied in Chapters Six to Nine as | present

the findings from the research to seek to answer the three research questions.

Chapter Six addresses the first research question: ‘How well supported are students
with vision impairment as they make the transition into HE?” This chapter focuses on
the support which the students received when preparing to transition into HE,
covering the time period from their initial investigation into course providers through

to their initial entry into HE and the first year of their course.

In Chapter Seven | address the second research question: ‘How inclusive is Higher
Education for students with vision impairment?”’ In this chapter | consider the
different factors which made an impact upon the participants’ experiences in HE
during the initial months on their courses. | provide examples of good practice by
institutions for developing inclusive learning environments and discuss ways in

which inclusive practice could have been developed.

In Chapter Eight I address the third research question: ‘How well prepared are
students with vision impairment for being independent learners in Higher
Education?’ In this chapter I focus specifically on the skills and resources which the
participants were prepared with when they made the transition into HE, and question

whether they were sufficiently prepared for this new environment.
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In Chapter Nine, ‘Discussion: Balanced Strategies of Support for Students with
Vision Impairment’, | take a holistic perspective of the transition experiences of
young people with VI in HE by applying the research findings to propose the
Balanced Model of Support, for approaching the support of students with VI in HE
through inclusive design, individual adjustments and the individual agency of the
student. I discuss the importance of prioritising the development of an inclusive
learning environment for students with disabilities in HE, but argue for the
importance of also making appropriate individual adjustments to meet specific needs,
whilst taking into account the personal agency of the learner and their role as an

independent learner.

Finally, Chapter Ten, ‘Conclusions’, revisits the research questions which were
explored in this thesis and provides a summary of the key research findings,
including providing a discussion on the implications of the findings for different

stakeholders and providing suggestions for future work.
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2. LITERATURE REVIEW

2.1. INTRODUCTION TO THE LITERATURE REVIEW

In this chapter | outline relevant literature which has informed the research study
presented in this thesis. As will be discussed, historically research evidence has
shown that young people with VI have very low employment outcomes, even in
comparison to other disability groups. Consequently the primary objective of the
Longitudinal Transitions Study has been to identify enablers and barriers which can
impact upon a young person with VI making the successful transition into the labour

market.

As will be explored further, research evidence shows that the higher the
qualifications that a young person with V1 has, the more likely they are to be in
employment, and importantly, that higher qualifications have been shown to have
more of an influence on whether an individual has positive employment outcomes
for individuals with VI than for the general population. As over half of the
participants in the Longitudinal Transitions Study pursued HE, it is important to
understand the experiences that young people with VI have when in HE; to ensure
that HE is as accessible to them as possible and to ensure that these young people

have an equitable opportunity to obtain higher qualifications.

Many factors which are identified in research evidence as having an impact on the
employment outcomes of young people with VI relate back to the young people’s

experiences when in school, and the skills which they acquire through an ‘additional

25



curriculum’ (or the similar ‘expanded core curriculum’ as it is referred to in United
States). Therefore, it is also important to investigate the skills and experiences which
young people with VI have developed through school and how the availability of
these skills and experiences impact upon outcomes in settings after school, including
HE, to ensure that their HE experiences are not viewed in isolation of prior life

experiences.

2.2. OUTLINE OF CHAPTER AND THE LITERATURE

SEARCH AND REVIEW PROCESS

The review of literature formed an ongoing process due to the nature of the
longitudinal study and the focus of the study evolving as the participants moved from
setting to setting. Prior to the study commencing, research evidence had already been
identified which highlighted the challenges faced by students with VI making the
transition from school through to employment and adulthood. This acted as the
catalyst for the broader Longitudinal Transitions Study, and this literature therefore

inevitably had an impact on the focus of interviews with the participants.

When the decision was taken to focus on the experiences of students with VI in HE
for this doctoral work, | returned to this literature base and made a more systematic
investigation of the research literature. This section describes the approach which
was taken in identifying and reviewing the literature presented in this thesis. A range
of publications were examined, according to the topic of focus. These include:

e peer-reviewed journal articles and book chapters,

e policy and legal documents which provide important context,
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o factsheets and publications produced by specialist voluntary organisations,
and
e (ata collected by government agencies.
For systematic searches, a thirty-year period was chosen in line with previous
literature reviews conducted by VICTAR (in which the research is situated), such as

Douglas et al (2019).

2.2.1. SETTING THE SCENE AND SETTING THE PROBLEM

Section 2.3 presents research evidence to help set the scene of the research problem
of the broader Longitudinal Transitions Study, to illustrate why it is so important to
gain a better understanding of the transition experience of young people with V1. |
firstly give an overview of estimates of the population of young people with VI in the
UK and discuss some of the key characteristics of this group. This draws upon data
compiled by specialist voluntary organisations and secondary data analysis of
government datasets. Next | look at evidence of the employment outcomes of young
people with V1. These estimates were drawn from a number of sources, including
targeted surveys of individuals with VI, and secondary analysis of government
datasets. Finally, | provide a presentation of available research evidence of the
enablers and barriers which impact upon employment outcomes of young people
with V1. The papers examined were identified through a systematic search. This
search was conducted through the EBSCO Education database and the search terms
used were ((visual impairment OR blind OR low vision) AND employment). Only
publications from peer-reviewed journals relating to studies conducted in OECD

countries in the previous 30 years (January 1987 to July 2017) were selected. The
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abstracts for the articles were imported into Endnote and then reviewed to identify
papers which had relevance to the outcomes for young people with VI. This was
important as many people with a VI experience the onset of their VI later in life, and
therefore will not have benefited from receiving specific interventions relating to
having a VI whilst in education. This search resulted in 24 full publications being
retrieved and reviewed, before 13 papers were selected for inclusion in this section of

the review.

2.2.2. EDUCATIONAL PROVISION IN THE UNITED KINGDOM FOR
STUDENTS WITH VISION IMPAIRMENT
Section 2.4 looks at the educational provision for young people with VI, such as the
educational settings in which these students might be situated; the role of specialist
teachers (Qualified Teacher of Children and Young People with Vision Impairment
or QTVIs) who have responsibility for overseeing the support of children and young
people with VI during compulsory education; and the role of an ‘additional
curriculum’ or ‘expanded core curriculum’ in developing the additional skills that a
young person with VI will require in life. The objective of this section is primarily to
provide an overview of the type of specialist support which is received by children
and young people with VI. Sources drawn upon include a report from a systematic
literature review, a guidebook for specialist teachers, government publications and

publications from specialist charity organisations.
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2.2.3. POST-16 TRANSITION

Section 2.5 investigates post-16 transition, and outlines why this is considered such a
significant period of time for a young person with special educational needs and
disabilities (SEND). This section investigates what is meant by the term ‘transition’,
and what targeted support is provided for post-16 transition in the UK for students
with SEND (particularly in the context of recent legislative changes). This section
primarily draws upon two key UK government policy documents to examine the
statutory support which should be received by students with SEND, and is

supplemented by research literature to help define ‘transition’.

2.2.4. TRANSITIONS INTO AND EXPERIENCES IN HIGHER
EDUCATION FOR STUDENTS WITH DISABILITIES

Section 2.6 focuses specifically on broader literature and research evidence relating

to HE, including evidence of the experiences of young people with disabilities in HE,

identified through a systematic search. It also outlines important policy which

impacts upon practice in HE and secondary data on participation rates of students

with disabilities.

The section starts by reviewing key policy documents which have been produced by
key organisations in the UK HE sector, including the Department for Education, the
Department for Business, Innovation and Skills (BIS), the Equality Challenge Unit

and the Higher Education Academy, as well as the core legislation which determines

the provision which should be made for students with disabilities in education.
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The papers examined for the systematic search into the experiences of students with
disabilities were identified through the EBSCO Education database. The search terms
used were ((higher education OR university) AND disability). Only papers which
were published in the previous 30 years (from January 1987 to July 2017),
publications from peer-reviewed journals and relating to studies in Organisation for
Economic Co-operation and Development (OECD) countries were selected. The
abstracts for the articles were imported into the referencing software EndNote and
then reviewed to identify papers which had relevance to the experiences of students
with disabilities. Priority was given to articles which focused on the experiences of
students with a broad range of disabilities, and therefore ones which focused on
specific learning difficulties or impairments were discounted. This was to keep the
analysis of literature suitably focused and also because | wished to obtain as broad an
overview of the experiences of students with disabilities as possible. This would
enable me to later identify factors which appear specific to students with VI and
factors which are true for all students with disabilities. After shortlisting the articles
by reviewing abstracts and then refining the list further by reviewing full papers, 18
papers were identified. Various factors which impact upon the experiences of
students with disabilities were identified through this literature review, which were

later grouped into ‘enablers’ and ‘barriers’.

2.2.5. EXPERIENCES OF YOUNG PEOPLE WITH VISION IMPAIRMENT
IN HIGHER EDUCATION
Section 2.7 presents the outcome of a systematic review of research evidence into the

experiences of young people with VI in HE. It commences by presenting evidence of
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how external legislation and institutional policies have impacted upon the student
experience. It then looks at research evidence which identifies the importance of
students being prepared with a broad range of skills and experiences to be able to
participate in HE. It considers evidence on how students with VI can be best
supported in HE by examining the specific challenges faced by this group of students
as well as the importance of reasonable adjustments and use of technology. The
section concludes by looking at studies which identify the importance of partnerships

between student and institution for successful outcomes.

The papers examined for the systematic search into the experiences of students with
disabilities were identified through the EBSCO Education database. The search terms
used were ((higher education OR university) AND visual impairment). Only papers
which were published in the previous 30 years (between January 1987 and July
2017), publications from peer-reviewed journals and relating to studies in OECD
studies were selected. The abstracts for the articles were imported into Endnote and
then reviewed to identify papers which had relevance to the experiences of students
with VI in HE. After shortlisting the articles by reviewing abstracts and then refining
the list further by reviewing full papers, 47 papers were reviewed in full - 43 of
which focused specifically on VI. A further 4 papers which had also been identified
by the search, but did not meet the entry criteria in talking specifically about V1,
were retained as they were judged to provide important context to some of the issues
that had been identified by the participants. A summary of the 47 papers is provided
in Appendix 2.. The larger number of papers is reflective of the broader inclusion

criteria for this particular systematic search, which was deemed appropriate, being
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central to the overall thesis. Various themes were identified in the papers reviewed,
which were later refined into four categories: external legislation and institutional
policies; preparation of students with VI for transition into HE; supporting students
with VI in HE; partnership and the role of the learner. The summary table in
Appendix 2 provides an overview of the different themes which were identified in

each paper.

2.2.6. CONCLUSIONS AND RESEARCH QUESTIONS
To conclude, Section 2.8 draws together the key themes which were identified during
this review process, and introduces the research questions that emerged through the

literature reviewed and the gaps that were identified.

2.3. SETTING THE SCENE AND SETTING THE

PROBLEM

2.3.1. YOUNG PEOPLE WITH VI IN THE UK

ESTIMATIONS OF PREVALENCE

It is estimated that two in every 1,000 (0.2%) of children and young people up to the
age of 25 in the UK have VI (Vision2020UK, 2015; Bone and Meltzer, 1989;
Cumberland et al., 2010; Flanagan et al., 2003), while five in every 10,000 (0.05%)
of children and young people are estimated to be severely sight impaired/blind

(Vision 2020UK, 2015 and Rahi and Cable, 2003). These estimates are based upon
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the WHO international classification of childhood VI, and are taken from Vision

2020UK, 2015.

It is also common for a young person with V1 to have additional special educational
needs or disabilities. For example, Keil (2012) estimates that approximately 20% of
young people with VI have additional special educational needs and/or disabilities
and 30% have complex needs. As the Longitudinal Transitions Study is interested in
transitions into employment, the study has focused on young people without complex
needs. This was reflected in the entry criteria of being able to ‘independently

complete a questionnaire’.

It is challenging to obtain accurate figures of young people with VI as there is no
legal requirement for an individual to register with local authorities as having sight
impairment. Additionally, as a large proportion of young people with VI have
additional special educational needs or disabilities, often these individuals are
recorded under categories such as ‘multiple disabilities’. Secondary data analysis of
the UK Labour Force Survey has identified 14,576 young people aged between 16-
25 as being ‘long-term disabled with a seeing difficulty’ (Hewett and Keil, 2015),
whilst analysis of government data identified more than 25,000 of children and
young people aged 0-17 in England as being supported by specialist services for VI

(Vision 2020, 2015).

These statistics highlight that V1 is a low incidence disability among children and

young people and that therefore their specific needs may easily be overlooked in
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investigations which don’t specifically focus on VI. There is a much higher
prominence of VI within the older population due to individuals acquiring their sight
loss in later life. An analysis of the Labour Force Survey showed that while 0.29% of
the working age population were long term disabled with a seeing difficulty, when
looking at specific age groups only 0.18% of people of people aged 16-25 were long
term disabled with a seeing difficulty compared to 0.56% aged 55-64 (Hewett and
Keil, 2015). This is significant when reviewing employment-related literature on
people with V1 as it shows the importance of examining whose experiences the
research evidence represents - whether the individuals represented grew up with a VI
and therefore have never experienced the labour market as a sighted person, or if

they acquired their VI during their working life.

2.3.2. EMPLOYMENT ESTIMATIONS FOR YOUNG PEOPLE WITH
VISION IMPAIRMENT

Hewett and Keil (2015) conducted a secondary data analysis of the UK Labour Force

Survey to obtain estimates of the economic activity of ‘people of a working age who

have a VI’. Table 3 compares the economic activity of young people aged 16-25 with

VI, compared to those of the same age with another long-term disability and non-

disabled workers.
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Table 3: Economic activity of 16-25 year olds (by primary disability type).
Adapted from Hewett and Keil, 2015

Activity Long-term Other long- | Not disabled | Total (%)
disabled with | term and without a
a seeing disabled (%) | seeing
difficulty (%) difficulty (%)
Employed 27.8% 36.4% 54.9% 52.8%
ILO * 15.1% 12.0% 12.4%
unemployed
Student 29.4% 21.1% 25.9% 25.4%
Long term * 15.4% 0.05% 1.7%
sick or
disabled
Other * 12.0% 7.1% 7.6%
Total (N) 14,576 870,763 7,160,913 8,056,575
(Weighted)

* = not sufficiently high for publication (less than 3,000)

The data shows that young people long-term disabled with a seeing difficulty aged

16-25 were less likely than the rest of the population of the same age to be in

education or employment. It can be estimated that 42.8% of young people long term

disabled with a seeing difficulty aged 16-25 are not in employment, education or

training (NEET) compared to 21.7% of 16-25 year olds in the general population.

The table below summarises data collected by the ‘My Voice’ survey (RNIB, 2015)

which was conducted by RNIB between November 2014 and April 2015 is the most

recent survey of people with V1 in the UK.
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Table 4: Economic activity of people who are registered as blind or partially
sighted in the UK, aged 18-29 (N=121)

Self-reported employed status Total (%)
Paid employment 23%
Self-employment 2%
Unemployed 30%
Looking after family or home 2%
Student 21%

Long term sick or disabled 16%
Other 7%

The survey estimated that 25% of young people with V1 are in some form of
employment, while 46% are either unemployed or consider themselves to be long

term sick or disabled.

In an earlier study, the Network 1000 survey, Douglas et al. (2009) conducted
research amongst 1000 people with VI in the UK, and used weighted data to estimate
the economic activity of this population, according to age group. As shown in Table

5, they estimated that 33% of people with a VI aged 18-29 were in employment.

Table 5: Economic activity of those of a working age who are either blind or
partially sighted, adapted from Douglas et al., 2009

Activity 18-29 years weighted (%)
Employed 33%

Unemployed 22%

Long term sick or disabled 17%

Student 22%

Other 6%

Significantly the Network 1000 survey found a higher employment rate of 40% for

those individuals in the sample who reported they experienced onset of VI during

childhood. Pavey, Douglas and Corcoran (2008) concluded that this gave evidence of
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a positive effect of education and that life opportunities of young people with VI

could be improved through their educational experiences.

In the United States of America, Capella McDonnall (2011) drew upon data from the
‘Current Population Survey’ conducted by the Bureau of Labor Statistics to provide
estimates of the economic activity of young people with VI. They also found a
considerable disparity between the employment rate of youths with VI in comparison
to youths in the general population. In particular (as summarised in Table 6), for the
age category 20-24 only 39.5% of youths with VI were in employment in

comparison to 63.8% of the general population.

Table 6: Percentage of young people in employment in the United States of
America, adapted from Capella McDonnall, 2011

Age Youths with vision Youths in the general
impairment in population in
employment (%) employment (%)

16-19 19.8% 29.2%

20-24 39.5% 63.8%

Whilst estimates vary between studies, they do show a consistent picture that young

people with V1 are very vulnerable to becoming unemployed.

2.3.3. INDICATORS OF EMPLOYMENT OUTCOMES FOR YOUNG
PEOPLE WITH VISION IMPAIRMENT

Due to the low incidence of V1 in childhood, there is limited research evidence to

identify the factors which can impact upon the employment outcomes of young

people with V1. The primary research evidence comes from the USA where there are
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large datasets available of youth transitions with sufficient data available to be able

to make statistical inference about this population.

NATIONAL LONGITUDINAL TRANSITIONS STUDY-2 (NLTS-2)

The National Longitudinal Transitions Study-2 was a US government funded study
which followed students with special educational needs over a period of ten years
and five waves of data. The objective of the study was to follow the experiences of
these youths from school through to early adulthood. Identified within this data set
are several hundred young people with VVI. Many academics have drawn upon this
data to conduct secondary data analysis in order to identify factors which have
significance in the employment outcomes of young people with VI (Institute of
Education Sciences, 2017). The following table summarises these different studies,
including giving an overview of the waves of data used, the statistical method used

and the key findings of each study.
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Table 7: Summary of findings from National Longitudinal Transitions Study-2

Smith (2005)

Authors Waves of data Overview of Findings
used method used
Kirchner and Waves 1 and 2 Secondary data Paper looks at

analysis of two
waves of data

research evidence
that highlights that
despite good
qualifications,
young people with
VI still do not
achieve good
employment rates.
Suggests that this is
because of a lack of
work experience
opportunities, and a
focus on
qualifications
rather than broader
achievement.

Parker, Griffin-
Shirley (2013)

Capella Waves 1to 4 Logistic regression | Significant
McDonnall (2011) using a sample of | variables for
200 to predict predicting positive
employment at two | employment
levels: working 20 | outcomes were:
or more hours per | early and recent
week and working | work experiences;
35 hours per week | completion of
or more. postsecondary
program; difficulty
with transportation;
independent travel
skills; and social
skills
Zhou, Smith, Waves 1to 3 Logistic regression | Those with a high

using data of 200
in-school youths
and 190 out-of-
school youths.
Examined the
relationship
between self-
perceived
computer
competence and
employment
outcomes, whilst

self-perceived
computer
competence were
significantly more
likely to have paid
jobs than were
those with a low
self-perceived
computer
competence when
other variables
controlled.
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controlling for
gender, severity of
sight loss, and
other disabilities.

Wolffe and Kelly
(2011)

Waves 1to 4

Secondary data
analysis to
investigate
possible significant
relationships
between students
who received the
expanded core
curriculum (ECC)
and positive
outcomes of
students with V1.

Found a number of
significant
relationships
between the
components of the
ECC and positive
outcomes for
students. These
included: use of
braille; use of
assistive
technology and
receipt of
orientation and
mobility services;
using assistive
technology;
attending a
postsecondary
institution since
high school;
engaging in social
activities; having
had a paid job;
receiving careers
counselling and
help in finding a
job; training in job
skills or vocational
education whilst
still in school,
participating in
volunteer efforts or
community
services.

Connors, Curtis,
Emerson,
Dormitorio (2014)

Waves 1to 5

Analysis of the
employment
outcomes of 460
young people up to
eight years after
leaving high
school. Dependent
variable: post high
school success was

Significant factors:
completion of high
school and paid
work experience
during high school
are critical to long-
term success for up
to eight years post
high school
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defined as either

working or

attending post-

secondary

education.

Cmar (2015) Waves 1t0 5 Multivariate Found that

logistic regression | orientation and

of data for 510 mobility skills and

young people to levels of

identify significant | expectation are

factors in significant factors

predicting positive | in predicting

employment positive

outcomes. employment
outcomes for
young people with
VI.

The findings of these various analyses of the NLTS-2 data highlight the importance
of the skills that young people with VI develop through specialist education for
securing positive employment outcomes, as well as the importance of previous work

experience and receiving a post-secondary education.

OTHER QUANTITATIVE STUDIES

The search also identified a small number of additional quantitative studies that have
investigated transition into employment for young people with VI — these are
discussed in turn. Giesen and Cavenaugh (2012) performed a logistic regression of
data collected from transition-aged youths with VI who had accessed vocational
rehabilitation programmes, in order to identify factors which contributed to their
employment outcomes. Data was available for over 2000 clients under the age of 22.
Significant factors identified included gender, race, education, having other
disabilities, severity of VI, receipt of supplemental security income and early work

experience.
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Capella McDonnall and Crudden (2009) conducted a secondary data analysis of the
US-based Longitudinal Study of the Vocational Rehabilitation Services programme.
This was a relatively small sample of 41 young people with VI and therefore it was

only possible to conduct univariate analysis. Significant factors identified included:

work experience; academic competence; self-determination; use of assistive

technology and locus of control.

Pavey et al. (2008) presented findings from the Network 1000 study, which
investigated the life experiences of 1000 people with V1 in the United Kingdom. By
looking at a subset of 250 individuals who experienced their onset of VI during
childhood, they found evidence of the positive impact of education on employment
outcomes. They concluded that this analysis provided evidence of improved
outcomes as the result of young people with V1 receiving specialist support whilst in

school.

Hewett and Keil (2015) conducted a secondary data analysis of the UK Labour Force
Survey to investigate the economic activity of people with VI in the UK. One
analysis they conducted was of the relationship between employment levels and
highest qualification level. Their analysis found that the likelihood of a person with
VI being in employment greatly increased if they had higher qualifications. Whilst
this is also true of the general population, there was a greater disparity in positive
employment outcomes for people with VI with a degree or above and no

qualifications for those with VI (54% compared to 43.7%).

42



Table 8: Proportion of working-age people in employment, adapted from
Hewett and Keil, 2015

Degree or | A-level GCSE No Total
above (%) | and below | level and | qualification | weighted
degree other (%) | (%) (%)
level (%)
All people | 72.2% 68.9% 54.4% 18.2% 55.0%
with a
seeing
difficulty
Whole 85.6% 82.2% 70.0% 41.9% 72.8%
population

Whilst this evidence is significant in confirming the importance of delivery of the
expanded core curriculum/additional curriculum (discussed in Section 2.4.2.), it still
does not address important questions such as why some young people are able to
access support whilst others are not, and how this support might be delivered most

effectively.

QUALITATIVE STUDIES

There have also been a small number of qualitative studies that have been conducted
with young people with VI to investigate factors which impact upon their transition
outcomes. Whilst these studies do not provide such strong evidence in terms of
successful interventions, they are important for gaining a more comprehensive
understanding of the transition experiences into employment. Crudden (2012)
conducted five focus groups with rehabilitators to explore their views on what skills
and experiences young people with VI need to facilitate the transition from school to
paid employment. The study identified several important factors, including: access to

transition services before the age of 16; good communication between service
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providers and families; appropriate assessment; development of the specific skills

required by young people with VI and parental support.

Hutto and Hare (1997) conducted interviews with six women who had achieved
highly in education and gone on to obtain careers which could be considered atypical
for a person with VI. The interviews focused on what the women believed had led to
their success. Key factors they identified included: organisational skills; mobility
skills; social competence; independence (and a desire to be independent); skills in
assistive technology; having experienced life in mainstream education; social skills
(including advocacy and networking); self-determination and family support (in

particular, higher expectations from families).

The findings of these smaller studies align closely with the outcomes of the analysis
of the NLTS-2, in highlighting the significance of the young person being able to
develop specific skills and experiences, common to those discussed within the
additional or expanded core curriculum. Of particular relevance to this thesis, they
also emphasised the importance of higher qualifications and support for making

transitions.

2.4. EDUCATIONAL PROVISION IN THE UK FOR

STUDENTS WITH VISION IMPAIRMENT

As will be outlined further, in order to interpret the experiences of young people with

VI in HE, it is important to understand the educational provision available in
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compulsory education for this population. This section provides an overview of this
provision by firstly discussing the settings in which children and young people with
VI are situated, and secondly outlining the different components of recognised

specialist curriculum delivered to this group.

24.1. EDUCATIONAL SETTINGS

Douglas et al. (2009) provided an analysis of the evolution of educational provision
for children and young people with V1 in the United Kingdom. They noted that by
2000, educational “inclusion” of children with VI in mainstream schools had become
well established in policy and practice” (p42). They also highlighted the significance
of the “‘Warnock Report’ in driving forward these changes to educational practice,
consolidating “the right of children with SEN to placement in the local school”
(p42). Keil (2012) conducted an analysis of the settings in which children and young

people with VI were situated in 2012. This is summarised in the table below.
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Table 9: Settings in which pupils with VI are being educated in summer 2012,

adapted from Keil (2012)

Type of setting Primary-aged Secondary-aged
pupils with VI pupils with VI
(nursery/reception | (Year 7 to 11)
to Year 6)

Mainstream school/academy 66.1% 55.0%

Mainstream with V1 resource 1.5% 4.4%

provision

Maintained special school for pupils | 2.4% 5.4%

with VI/Non-maintained special

school for pupils with VI/Special

school academy

Other type of special school (e.g. 28.6% 35.0%

PD, SLD, HI) (maintained & non-

maintained)

Other type of setting (e.g. hospital 1.3% 1.2%

school, home educated)

Total 100% 100%

Base 7714 4909

The table shows that in 2012 around two-thirds of children and young people with VI
were placed in a mainstream setting, whilst a large proportion of those placed in
special schools were children and young people who had significant additional
learning needs. Douglas et al. (2009) noted that in response to changes in educational
policy, an increased proportion of children with VI in the UK were being educated in
mainstream settings and being supported by a visiting or “peripatetic” qualified
teacher of the visually impaired (QTVI). RNIB (2016) defined the role of a QTVI as
being to “carry out a central role in the education of children and young people with
VI from birth, working in homes, early year settings, schools and post 16 settings”
(p1). In the UK, to teach a class of pupils with VI the teacher must hold what is a

mandatory qualification for teachers of children and young people with VI, and
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teachers are “strongly advised” to obtain the qualification if acting as a specialist

peripatetic teacher in mainstream schools (Department for Education, 2015a, p4).

24.2. ADDITIONAL CURRICULUM AND EXPANDED CORE
CURRICULUM

In this subsection, I explore the components of three specialist

curriculums/frameworks of support for children and young people with VI that are

recognised in the UK. These are the additional curriculum, the expanded core

curriculum and the learner outcomes framework. As noted above, as the majority of

learners with V1 are educated in mainstream settings, these are typically delivered on

a peripatetic basis.

Additional Curriculum
In the UK, QTVIs have responsibility for the coordination of an “additional
curriculum” for learners with VI; the term given to specific skills which are taught to
students with VI which are not part of the core curriculum (Douglas and Hewett,
2014). In a literature review of best practice models and outcomes in education,
Douglas et al. (2009) identified four strands to the additional curriculum:

e mobility and independence,

e social and emotional inclusion,

e ICT,and

e low vision training.
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Some of the evidence identified through the literature review, which highlight the
importance of young people with VI being facilitated to develop these different

skills, is summarised briefly below.

Mobility and independence

The review found evidence of how important it is for children who are vision
impaired to receive mobility and independence education to enable them to
“participate safely and confidently in activities within and beyond school” (Douglas
et al., 2009, p119). The review concluded that specialist one-to-one intervention is
needed in order to compensate for the child not being able to develop such skills

through observation, as their sighted peers would do.

Social and emotional inclusion

A previous literature review by Kemp (1981) concluded that the problems
experienced by people with VI when communicating with others may be due to
challenges in interpreting social cues. Later O’Donnell and Livingston (1991) found
evidence that these barriers lead to delays in young children developing social skills.
Drawing on the literature identified, Douglas et al. (2009) found an acceptance
amongst experts that children with VI need a form of intervention, delivered by
adults, to enable the young person to develop these important social skills. They
identified that the challenges faced by a child with VI may result in difficulties in
making friends and result in social isolation. Of particular significance to this study,
they also found evidence that the child or young person may face particular

challenges at times of transition and during later teenage years.
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ICT

Douglas et al. (2009) noted that “computer technology has been ubiquitous in the
education of visually impaired children, as it provides access to information that
would otherwise be difficult or even impossible to obtain” (p138). They identified
literature which emphasises the importance of ICT skills in later life, such as for the
completion of college courses and for succeeding in employment. Important
examples of specific skills identified by the review include being taught how to touch

type and use access technology, such as magnification software.

Low vision training

The Douglas et al. review identified research evidence such as Barraga (1964) and
Barraga (1990) has shown the importance of children and young people with VI
being taught how to efficiently and effectively use their residual vision, including
through use of appropriate visual aids (Douglas et al., 2009, p142). The review also
identified the importance of having a multi-disciplinary approach to supporting
children and young people with VI to develop these skills, highlighting that whilst
low vision aids (LVAs) are often prescribed at low-vision clinics, educators have an

important role in ensuring that these aids are implemented properly.

The Expanded Core Curriculum
The UK additional curriculum broadly parallels what is known in the United States
of America as the “expanded core curriculum” (ECC). Sapp and Hatlen (2010) noted

that the ECC “refers to the generally accepted nine areas of instruction that children
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and youths with visual impairments (both those who are blind and those with low
vision), including those with additional impairments, need to be successful in school,
the community and the workplace. The framework of the ECC gives service
providers and parents a common language and understanding for structuring

assessments and planning educational programs” (p338).

They state that they ECC consists of the following nine areas:

e compensatory or access skKills (e.g. skills to access all areas of the curriculum,
including braille, large print and study skills);

e career education (e.g. opportunities for first-hand experiences with various
jobs and roles in life);

¢ independent living skills (e.g. food preparation and organisational skills);

e orientation and mobility skills and concepts (skills to move and travel as
independently as possible);

e recreational and leisure skills (development of recreational skills which
would otherwise be learnt through observation);

e self-determination skills (facilitating to make own decisions);

e social interaction skills (e.g. making eye contact);

o use of assistive technology (e.g. use of screen-reader or magnification
software); and

e sensory efficiency skills (e.g. visual efficiency and auditory learning).

In their textbook, which outlines the ECC, Allman and Lewis (2014) noted that when

specialist educational professionals start to work with students with VI, they should
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do so by “beginning with the end in mind...focussing on the potential adult” (p14-
15). The argument for the necessity of the ECC for preparing a child/young person
with VI for adulthood can be supported by various research studies. For example, as
outlined in section 2.3.3, Wolffe and Kelly (2011) conducted a secondary analysis of
a longitudinal data set and found “numerous significant relationships between
instruction in the expanded core curriculum and positive outcomes for students”
(p340). Sapp and Hatlen (2010) contrasted the longer-term outcomes of two young
men, one of whom had been supported to develop key independence skills whilst the
other had received a lot of individualised support. They used their contrasting levels
of independence once in adulthood to emphasise the importance of preparation for

adulthood through the ECC.

Department for Education (2015a) refers to the QT VI as an “agent of change” (p15),
stating that QT VIs have responsibility for “ensuring that learners with VI have high
expectations for what they can achieve” (p23). McLinden et al. (2017) explored this
concept of “agent of change” in the context of Bronfenbrenner’s model and argued
that QTVIs should act as a “proactive agent of change in seeking to promote
progressive, mutual accommodations between the active learner and the changing
environment over a period of time with a view to developing independence” (p580-
581). These studies have emphasised the importance of the role of the QTVI in
supporting a young person with VI to be prepared for different transitions, and

ultimately for adulthood.
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Learner Outcomes Framework for Vision Impairment

Thinking more specifically about independence outcomes, UK-based National
Sensory Impairment Partnership (NatSIP) have also published a ‘Learner Outcomes
Framework for VI children and young people’ (Keil, 2016a). This framework, which
focuses heavily on promoting the independence of the individual, takes into account
key short-, medium- and long- term outcomes needed by an individual with VI, both
during education and through to independent adulthood. The framework was
developed by drawing upon research evidence and through consultation with
children and young people with VI. Importantly, the framework is organised around
the UK ‘core and additional curriculum’ and the US ‘expanded core curriculum’

(Keil, 20164, p5).

The eight categories which make up this framework are:
1. Learning to Access (skills to access information independently).
2. Use of equipment (use equipment effectively and make appropriate choices).
3. Independence and negotiation skills (self-advocacy and problem solving).
4. Participation (included in all aspects of school life).
5. Meeting others (able to take part in extracurricular activities and get to know
others with a V1I).
6. Getting around (age appropriate independent mobility skills).
7. Looking after him/herself (age appropriate everyday living skills).
8. Life after school (age appropriate skills and knowledge to approach

transitions).
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The focus on independence outcomes and preparation for adulthood correlates
strongly with the philosophy of the UK 2014 Special Educational Needs and
Disabilities (SEND) Code of Practice (Department for Education, 2015b) which, as
is acknowledged in the foreword, has a greater focus on life beyond school than the

previous Code of Practice:

“Importantly, the aspirations for children and young people will be raised
through an increased focus on life outcomes, including employment and

greater independence” (Department for Education, 2015b, p11).

Thus, this statutory document calls for education providers to facilitate children and
young people with special educational needs and disabilities to work towards
outcomes beyond simply attainment in exams, and instead to consider the broader
skills that the individual requires. As Douglas et al. (2016) have noted, however,
delivering such outcomes can be challenging in educational systems such as that in
the UK which focus heavily on assessments. This can result in a “narrowing of the
curriculum” by placing less emphasis on broader outcomes such as those presented

above.

Significantly, these research findings and policy positions highlight just how
important it is to consider the experiences which a young person with VI had whilst
in compulsory education, in order to interpret outcomes as the young person moves

into adulthood.
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2.5. POST-16 TRANSITION

2.5.1. LIFEBEYOND SCHOOL: TRANSITION INTO ADULTHOOD
Cobb and Alwell (2009) who conducted a systematic review of transition
interventions and transition outcomes for secondary-aged students with disabilities

defined the process of transition from school into adulthood as:

“Transition refers to a change in status from behaving primarily as a student
to assuming emergent adult roles in the community. These roles include
employment, participating in postsecondary education, maintaining a home,
becoming appropriately involved in the community, and experiencing
satisfactory personal and social relationships. The process of enhancing
transition involves the participation and coordination of school programs,

adult service agencies, and natural supports within the community.” (p71).

Mazzotti et al. (2014) who explored evidenced-based practices for supporting
students with disabilities through postschool transitions stated that “the purpose of
secondary transition is to prepare students with disabilities for positive postschool
success in the areas of education, employment, and independent living” (p8), and
argued the importance of targeted transition support for supporting these students to
improve postschool outcomes. This is echoed by researchers in other countries, such
as Winn and Hay (2009) who through an analysis of the challenges faced by young
people with disabilities making transitions from school in Australia, identified

different examples of targeted support required to improve long-term outcomes.
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Brown et al. (1991) who provided a reflective piece on the employment outcomes of
young people with disabilities in America, stated that education has a “responsibility
that goes beyond helping disabled students to receive services and to perform
academically...to assist them in the development of their own independence, to
‘empower’ them” (p264). Ward et al. (1994) who explored the transition outcomes of
a cohort of 618 young people with disabilities noted that young people with
disabilities face more challenges than their non-disabled peers during this period of
their life while Eckes and Ochoa (2005), who looked at profiles of some of their
students in a US college in the context of policy and legislation, called for improved
transition support for students with disabilities preparing to transition into HE.
Lindsay et al. (2015), reflecting on statistics showing poor outcomes for young
people with disabilities they had identified as part of a systematic review of
mentorship interventions, stated that “making education and employment accessible

to youth with disabilities is critical” (p1329).

2.5.2. POST-16 TRANSITION AND YOUNG PEOPLE WITH SPECIAL
EDUCATIONAL NEEDS

During the period in which the Longitudinal Transitions Study has been conducted,

there has been a significant change to educational policy for children and young

people with special educational needs. This came about in 2014 with the introduction

of a new Special Educational Needs and Disability Code of Practice (Department for

Education, 2015b), which replaced the 2001 Special Education Needs Code of

Practice (Department for Education and Skills, 2001). Similar policy exists in the
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USA through the Individuals with Disabilities Education Act (2004), with transition

objectives being captured in “Individualised Education Plans”.

The participants who were recruited into the Longitudinal Transitions Study went
through the education system when the 2001 SEN Code of Practice was in effect.
This Code of Practice recognised the need for focused transition support for children
and young people with SEN, particularly leading up to the point at which they
prepare to leave compulsory education. This process was designed to commence in
year 9 (age 13), at which point multiple agencies including the school, careers
service and specialist teachers should meet to develop a Transition Plan (Department
for Education and Skills, 2001, p129). The aim of this plan was to “draw together
information from a range of individuals within and beyond school in order to plan
coherently for the young person’s transition to adult life” (p130). This process was
coordinated by Connexions - a government agency which provided advice, support
and guidance during this period of transition for all young people up to age of 19,
and up to the age of 25 for young people with SEND. Whilst Connexions had
responsibility for supporting the young person until the age of 25, responsibility for
specialist educational services ceased at the point at which the student left school.
This meant that under this previous Code of Practice, specialist educational services
were not obliged to provide specialist guidance for young people with VI as they

made the transition into HE.

The objective of the new (and current) 2014 Code of Practice was to bring together

agencies across education, health and social care to promote a multi-agency approach
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to supporting children and young people with SEND (Department for Education,
2015b, p11), with details of support provision being captured in an Education Health
and Care plan (EHC plan). One of the significant changes in this Code of Practice is
the requirement for agencies to support the young person through to the age of 25,
with a focus on helping facilitate the individual to become an independent adult (as
reflected in Section 8 of the guidance: “Preparing for adulthood from the earliest
years”). The Code of Practice has noted high aspirations as being “critical to
success” (p120), stating that “local authorities and health services should plan
strategically for the support children and young people will need to prepare for adult
life [to] enable children and young people to have the information and skills they
need to gain independence and prepare for adult life” (p120). Special reference is
made to support for transition into HE, including placing responsibility on local
authorities to provide information about the support available in HE and putting steps
in place to plan for a “smooth transition to higher education” (p134). Once a young
person enters HE, the local authority no longer has to maintain their EHC plan, and
instead the local authority passes the EHC plan to relevant staff at the young person’s

institution.
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2.6. TRANSITIONS INTO AND EXPERIENCES IN

HIGHER EDUCATION FOR STUDENTS WITH

DISABILITIES

2.6.1. SETTING THE SCENE: POLICIES PROMOTING INCLUSIVE
EDUCATION WITHIN HIGHER EDUCATION IN THE UNITED
KINGDOM

The most significant development which has impacted upon the experiences of UK-

based students with disabilities in recent years has been the introduction of the UK

Equality Act of 2010. This brought together previous equality legislation into one

legislative document (Department for Education, 2017; ECU, 2012). Looking

specifically at education and disability, the Equality Act requires providers to make

‘reasonable adjustments’ for disabled students in such a way that they are not put at a

disadvantage when compared to their non-disabled peers. These reasonable

adjustments apply to admissions, curriculum delivery and examinations (Hewett et

al., 2015).

This legislation means that if you are a disabled student your education institution:
e Must not treat you unfavourably because of something connected to your
disability, where they cannot show that what they are doing is objectively
justified.
e Must make reasonable adjustments to ensure that you can use the education

and other benefits, facilities and services provided, as far as is reasonable, to
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the same standard as non-disabled students. (Equality and Human Rights

Commission, 2012 p6).

The ECU (2012) identified three types of reasonable adjustments which HE
institutions should adhere to:
e Provision, criteria or practice, e.g. making lecture notes available in an
accessible format.
e Physical features, e.g. inclusive access to lecture theatres.

e Auxiliary aids, e.g. assistive technology.

Significantly, as noted by Equality and Human Rights Commission (2012), HE
institutions are responsible not simply for making reasonable adjustments, but also

for anticipating the adjustments which may be required.

“If you are a disabled student, the duty requires further and higher education
institutions to take positive steps to ensure that you and disabled students
generally can fully participate in the education and other benefits, facilities
and services provided for students. This includes taking advance action,
where it is reasonable, to anticipate disabled students’ requirements so that it
is then not difficult or too late to make adjustments when disabled students

ask for them” (Equality and Human Rights Commission, 2012, p14).

Department for Education (2017) also emphasises this responsibility of HE
institutions to make anticipatory adjustments:
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“Higher Education Providers should not wait until a disabled person wants to
use a service that it provides before they give consideration to their duty to
make reasonable adjustments. Collectively we must seek to anticipate the
requirements of disabled people and the adjustments that may have to be

made for them” (p11).

When investigating into the experiences of students with disabilities in HE, therefore,
it is important to provide some form of assessment of how well institutions meet

these requirements under the Equality Act.

A further significant policy development has related to the UK government funded
‘Disabled Student Allowances’ (DSA) scheme. This scheme funds specialist
equipment and support for students with disabilities, to enable them to participate in
HE. In 2015, Department for Business, Innovation and Skills (BIS), who at the time
had responsibility for DSA, announced a consultation into its future remit (BIS,
2015). The proposed reforms to the DSA scheme were on the basis that HE
institutions should take greater responsibility for offering an inclusive learning
experience, rather than relying on DSA to fund individualised adjustments

(Department for Education, 2017; Hewett et al., 2017).

In response to the Equality Act, organisations such as the Higher Education
Academy, Equality Challenge Unit and Department for Education released a number

of publications aimed at assisting HEIs to develop inclusive practice. These
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publications provide a number of definitions of what form inclusive education should

take:

“Inclusive practice is an approach which recognises the diversity of students,
enabling all students to access course content, fully participate in learning
activities and demonstrate their knowledge and strengths at assessment.
Inclusive practice values the diversity of the student body as a resource that

enhances the learning experience.” ECU (2013, p1)

“Inclusive learning and teaching in higher education refers to the ways in
which pedagogy, curricula and assessment are designed and delivered to
engage students in learning that is meaningful, relevant and accessible to all.
It embraces a view of the individual and individual difference as the source of

diversity that can enrich the lives and learning of others.” (Hockings 2010,

pl).

Central to both of these definitions is the celebration of diversity and a commitment
to improving the student experience. This is representative of the underlying
philosophy of these publications, that inclusion should be viewed as a positive
opportunity which HEIs should strive towards. For example, Department for
Education (2017) argued that an inclusive approach forges “...the link between
excellence and enabling all students to deliver to their full potential. That is after all
the core purpose of higher education” (p14). BIS noted that equal access to HE can

have wider benefits for society, stating:
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“...everyone with the potential to benefit from higher education should have
equal opportunities to do so. Higher education brings significant benefits to
individuals, society and the economy. It enriches the lives of individual
students, opening the door to rewarding careers and enhancing physical and

mental wellbeing” (BIS 2014, p3).

Department for Education (2017), writing in response to the changes to DSA,
highlighted four key ways in which inclusive practice should benefit HE providers.

These are:

1. It addresses key issues around differential outcomes for students from
different backgrounds which can otherwise lead to external scrutiny.

2. It addresses the responsibilities placed on HE providers by the Equality Act
2010 and recent changed to DSA.

3. It leads to cost saving.

4. It improves the reputation of the quality of learning and teaching at a HE

institution (Department for Education, 2017, p9-10).

Hockings (2010) suggested that principles of inclusive education are akin to those of
Universal Design, a concept which originated in architecture. The basis of Universal
Design is that through anticipation of the diverse needs of individuals, an
environment (or in the case of education, a curriculum) can be developed from the

outset in a manner which accommodates all.
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As stated by ECU (2013) and BIS (2014), inclusion in HE is important throughout
the student lifecycle: entry into, participation within and progression from HE. QAA
(2013) and BIS (2014) emphasised that to be successful, inclusive education should
be seen as a partnership between the institution, its staff, students and other
stakeholders. QAA (2013) argued that ““all have a role in and responsibility for
promoting equality” (p1) while BIS (2014) suggested that genuine partnerships are
needed between all stakeholders (p3). This provides further rationale for using this
study not just to investigate the experiences of the participants once in HE, but also

to look at the journey they followed to get there.

2.6.2. EXPERIENCES OF STUDENTS WITH DISABILITIES IN HIGHER
EDUCATION

In this section | explore the educational experiences of students with disabilities in

HE, including exploring relevant policy from other countries and how these align

with UK legislation, and an investigation of recurring themes across different studies

about the factors which can impact upon the experiences of students with a broad

range of disabilities. A summary of all the papers referenced in this section is

available in Appendix 2 to provide further context.

Many of the recent papers identified (from 2000 onwards) highlighted how
significant the introduction of legislation has been across multiple countries for
promoting opportunities for students with disabilities. The legislation outlined in

papers from studies outside of the UK use very similar language to the UK Equality
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Act of 2010. For example, Kilpatrick et al. (2017) discussed the Australian Disability
Standards For Education, 2005, which obligates Australian universities to “ensure
students with disability can access and participate in education on the same basis as
other students,” and to “anticipate and plan for the inclusion of students with
disability and make reasonable adjustments” (p747-8). Yssel et al. (2016) referenced
the Individuals with Disability Act in the USA; Brant (2011) the Quality Reform in
the Norwegian HE system, which has the objective of “providing equal rights to
education for all” (p108); and Camacho et al. (2017) the Organic Law 4/2007, which
mandates the “inclusion of people with disabilities and guarantees equal opportunity
and non-discrimination” for students with disabilities in Spain (p148). Morina
(2017a) acknowledged shifts in policy and observed that they have led to an
increased focus on inclusion within HE, which in turn this has led to higher

participation rates for students with disabilities.

Despite these changes in policy, Morina (2017a) and Vickerman and Blundell
(2010), having researched into student experience, argued that there is still much
work required in “levelling” HE for students with disabilities. The research literature
examined provides many examples of ways in which students with disabilities can be
both facilitated and restricted in accessing HE, as well as highlighting the significant

role which the learner plays in their overall experience. These are discussed in turn.
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Barriers faced by students with disabilities in accessing Higher Education
Environmental barriers

One of the most commonly identified challenges for students with disabilities were
environmental barriers (e.g. Riddell (1998) and Tinklin and Hall (1999). Specifically,
West et al. (1993) noted that students face challenges because of the inaccessibility
of the learning environment, Fuller et al. (2004) identified problems with difficulties
in accessing library facilities and Morina (2017a) noted flaws in architectural design
which restricted students. Similarly, Tinklin and Hall (1999) found that students
faced barriers because of inaccessible information. Morina (2017a) noted that
legislation (as discussed above) should prevent such barriers, but these problems

persist in HE, due to a lack of enforcement.

Knowledge and expertise of staff and stakeholders

A large number of studies identified challenges due to the limited knowledge and
expertise of staff and other stakeholders. West et al. (1993), Morina (2017a) and
Brandt (2011) found an apparent lack of training for staff on how best to support
students with disabilities, including how to incorporate inclusive pedagogy. Brandt
(2011) described existing knowledge regarding how to support students with
disabilities in HE as “fragmented” (p107). Riddell (1998) identified a failure of HE
staff to understand that disabled students are not starting from the same position as
other students. A further problem identified by Kendall (2016) and Fuller et al.
(2004) is that lecturers are often not informed about the needs of disabled students in
their lectures and when they are, the information provided on how to support these

students can often be too narrow and generic. These findings provide some
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explanation for why students with disabilities still seem to be facing barriers to

participation, despite the introduction of new disability legislation.

Attitudes of staff

A further barrier identified was the attitudes of HE staff. Fuller et al. (2004)
identified that some students with disabilities faced challenges due to a lack of
cooperation of lecturers. Kendall (2016) provided examples of an unwillingness by
staff to make reasonable adjustments, and Morina (2017a) gave evidence of negative
attitudes being displayed by faculty members. This is of particular significance as
Duquette (2000) found ‘understanding professors’ to be one of three important
factors which can determine whether a student with disabilities continues on their

course or not.

Other examples of a lack of adjustments

West et al. (1993) and Fuller et al. (2004) found that students with disabilities can be
limited by a lack of available assistive technology within institutions, while Hill
(1992) found that students with disabilities can be attracted to particular types of
institutions, which in turn can put a strain on the available resources at that
institution. Fuller et al. (2004) and Kendall (2016) also found evidence of negative
experiences for students with disabilities due to the way in which assessments were
constructed, which often proved to be inappropriately time consuming and stressful.

They also observed limited offers of alternative assessment.
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Reluctance to disclose

Thinking more specifically about the impact which can be made by the student,
several studies identified the reluctance of students to disclose their disability as a
significant barrier. Riddell (1998) found evidence of students internalising the
problems they faced, while Fuller et al. (2004) found that students without visible
disabilities were resistant to disclose as having a disability if it might otherwise go
unnoticed. This reluctance can be partly explained by the findings of Morina (2017a)
who found evidence of the students without visible disabilities being questioned by

others about the validity of their claims.

Getzel and Thoma (2008) identified evidence of ways in which students experienced
problems due to not disclosing their disability. Yssel et al. (2016) found evidence of
a reluctance to disclose because of students wishing to be independent and be viewed
like their peers. Kendall (2016) and Morina (2017a) also found evidence that
students were resistant to disclosing their disability due to a perceived stigma
attached to having a disability. Consequently Kendall (2016) recommended that
institutions should actively encourage students to disclose and provide appropriate

opportunities to do so.

While a number of studies acknowledged that increasingly more students with
disabilities are participating in HE, studies such as Knight et al. (2018) and Morina
(2017a) still highlighted a lack of equality, having found that students with
disabilities often take longer to graduate from their course, and have to put in

significantly more work than their peers.
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Enablers which facilitate students with disabilities to access Higher Education
Inclusive approach to education

Many of the barriers faced by students with disabilities which have been identified in
this section could arguably have been overcome through a more inclusive approach
to education, which anticipates the needs of all students, rather than relying on
individual adjustments. This argument is drawn out through the findings of several
studies. For example, Fuller et al. (2004) argued for greater variety and flexibility in
teaching. Vickerman and Blundell (2010) stated that it is necessary for institutions to
conduct themselves in such a way as to facilitate barrier-free access to the
curriculum. Tinklin and Hall (1999) noted that whilst support was provided to the
students they researched, this support was often to enable the student to overcome
barriers which should never have existed. Similarly Morina, (2017b) argued that
institutions should be designed in such a way to enable the student to access their
course with minimal individualised support. Morina (2017a) argued that this can be
best achieved through universal design for learning, defining this as “an approach to
teaching that is characterised by the proactive design and use of inclusive strategies
that benefit all the students” (p11). These findings emphasise the importance of

developing an inclusive approach to supporting students with disabilities.

Role of individual adjustments
Despite many articles placing emphasis on improved outcomes through strategies
which reduce the need for individualised adjustments, several studies identified ways

in which students with disabilities had more positive outcomes through
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individualised support. Morina (2017a), Kendall (2016) and Vickerman and Blundell
(2010) highlighted the importance of providing dedicated support through specialist
departments at institutions which facilitate access for students with disabilities,
including ones which provide valuable empowering support such as mentoring. Ysell
et al. (2016), Morina (2017a) and Vickerman and Blundell (2010) suggested that the
most positive outcomes come when staff work in partnership with students. These
findings introduce some tension to the debate on support strategies for students with
disabilities, as making individualised adjustments can be seen as going against an

inclusive philosophy.

Support networks

As well as having support from the institution, it was also found by Dugette (2000)
and Morina (2017a) that it is important for students with disabilities to receive
support from family and friends, with an emphasis on peer support networks whilst

attending an institution.

Preparation of the student

Several studies identified ways in which outcomes for students with disabilities were
improved if they were prepared with certain skills which could enable them to thrive
in a HE environment. These skills include self-determination, self-advocacy,
problem-solving, self-management, use of assistive technology, resilience,
understanding of strengths and weaknesses, and study skills such as time
management. Having high expectations and goals were also identified as important

(Getzel and Thoma (2008), Morina (2017a), Morina (2017b), Diquette (2000)).
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Again, this emphasises the importance of not viewing the participant’s experiences in

HE in isolation.

Targeted transition support

A number of studies found evidence of the positive effects of offering targeted
support for students with disabilities at the point of initial transition. Morina (2017a),
reporting on findings of a comprehensive literature review, concluded that “for
people with disabilities, the transition processes to university are fragile and can
easily be compromised...a period when more vulnerabilities are revealed which can
lead to students dropping out of university” (p8). West et al. (1993) suggested that
students with disabilities could be better supported through improved transition
support, such as access to information about available services, being better prepared
to understand rights, and through support groups and clubs targeted towards students
with disabilities. Vickerman and Blundell (2010) argued the need for pre-course
induction support, while Morina (2017a) concluded that institutions need to be more
proactive in providing such support to facilitate transitions. In reflecting on the key
messages from a literature review which explored evidence of the experiences of
students with disabilities in HE, Morina (2017a) highlighted quite how significant a
change the transition into HE can be for students with disabilities, even when

compared to that of their peers.

“The main source of difficulty in this lies in the fact that the student must
often adapt to new organisational, educational and social contexts. When they

arrive at university, the needs of students with disabilities are similar to those
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they had in high school, except now they have to be more self-directed in

managing their own lives” (Morina, 2017a, p8).

Therefore, as will be discussed further in the next section, whilst more students with
disabilities are entering HE, compared to those of their non-disabled peers their

transition experiences are not necessarily equitable.

2.6.3. SECONDARY DATA ON STUDENTS WITH DISABLITIES IN
HIGHER EDUCATION
Data for the United Kingdom HE sector is collected by the Higher Education
Statistics Agency (HESA), an independent, charitable organisation which takes
responsibility for collecting data from HE providers. This includes data about
students, staff and management. A separate organisation, the Equality Challenge Unit
(now under Advance HE), takes responsibility for analysing this data to explore key
indicators to assess equality in the HE sector. Equality data relating to students is
published each year in a technical report, for example ECU (2017). Downloading the
technical report allows access to the MS Excel tables used within the reports. The
information presented in the following tables has been extracted from the ECU 2017
report, and presents data collected in the 2015/16 academic year relating to students

with disabilities, and students with VI in particular.
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Table 10: Profile of first-year students over time by disability status

Year Not Disabled Disabled All first-
year
students

Total (N) Total (%) | Total (N) Total (%) | Total (N).

2003/04 963,940 95.3% 47,965 4.7% 1,011,905

2004/05 959,005 94.9% 51,845 5.1% 1,010,850

2005/06 999,770 94.5% 57,745 5.5% 1,057,515

2006/07 996,000 94.2% 61,305 5.8% 1,057,305

2007/08 1,002,570 93.8% 66,255 6.2% 1,068,825

2008/09 1,072,160 93.7% 71,860 6.3% 1,144,020

2009/10 1,111,210 93.8% 73,980 6.2% 1,185,190

2010/11 1,067,110 93.1% 78,860 6.9% 1,145,970

2011/12 1,033,615 92.5% 83,725 7.5% 1,117,340

2012/13 893,410 92.0% 78,000 8.0% 971,410

2013/14 912,670 91.7% 83,070 8.3% 995,740

2014/15 899,840 91.0% 89,045 9.0% 988,885

2015/16 895,975 90.3% 96,150 9.7% 992,125

Table 10 shows that since the introduction of policy designed to increase the
participation of students with disabilities in HE, there was an increase in the number
of students declaring that they have a disability. For example, in 2003/4 4.7% of first
year students declared having a disability, but by 2015/16 this had increased to 9.7%
(ECU, 2017). It is important to note, however, that this is the proportion of students
who declared themselves as having a disability, and therefore may not be a true
reflection of the change in proportion of students with disabilities in HE. Other
explanations for this increase include more young people being identified as having a
disability and young people being more willing to declare that they have a disability.
Nevertheless, this is important, as several studies found improved outcomes for
students who declared their disability (Fuller et al., 2004; Getzel and Thoma, 2008;

Kendall, 2016; and Morina, 2017a).
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Table 11: First degree undergraduate disabled students by impairment type —
2015/16

Disability type Total (N) Total (%)
Blind or a serious visual 2,300 1.1%
impairment

Deaf or a serious hearing 3,590 1.8%
impairment

A long-standing illness or health 18,335 9.1%
condition

Mental health condition 36,950 18.4%
A physical impairment or mobility | 5,825 2.9%
ISsues

Social communication/Autistic 6,995 3.5%
spectrum disorder

Specific learning difficulty 89,035 44.4%
Two or more conditions 20,190 10.1%
Another disability, impairmentor | 17,175 8.6%
medical condition

All disabled students 200,400 100.0%

The table above provides a breakdown of disabled students, organised by impairment
type, who in 2015/16 were undertaking their first undergraduate degree. Just over 1%
of the students who declared as having a disability, identified as being blind or
having a serious VI. As noted in Section 2.4.1, young people with VI sometimes
have additional special educational needs, and therefore it is likely that more students
attending HE in 2015/16 had a VI, and are instead recorded in the ‘two or more

conditions’ category.
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Table 12: Disabled students, first degree undergraduate by DSA take up —
2015/16

Disability type In receipt | Notin Unknown Total
of DSA receipt of | DSA status
(%) DSA (%) | (%)
Blind or a serious 42.6% 53.9% 3.5% 2,300
visual impairment
Deaf or a serious 41.4% 55.2% 3.3% 3,590
hearing impairment
A long-standing illness | 25.9% 70.0% 4.0% 18,335
or health condition
Mental health condition | 25.9% 69.3% 4.8% 36,950
A physical impairment | 42.5% 53.7% 3.9% 5,825
or mobility issues
Social 56.3% 40.9% 2.8% 6,995

communication/Autistic
spectrum disorder

Specific learning 57.1% 40.0% 2.9% 89,035
difficulty

Two or more conditions | 45.6% 53.1% 1.2% 20,190
Another disability, 25.3% 70.5% 4.2% 17,175
impairment or medical

condition

All disabled students 43.7% 52.9% 3.4% 200,400

Table 12 provides a breakdown of students with disabilities in 2015/16, according to
whether they were in receipt of the government-funded scheme ‘Disabled Students’
Allowance’ (DSA) or not. Around two-fifths (42.6%) of the participants who
declared as being ‘blind or having a serious visual impairment’ received DSA. This

is in keeping with the percentage of all disabled students receiving DSA (43.7%).
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Table 13: First degree undergraduate qualifiers by degree class and impairment
—2015/16 (rounded figures)

Disability type First/2:1 2.2/Third/ Total
Pass

No. % No. % No.
Blind or a serious 360 74.3 125 25.7 480
visual impairment
Deaf or a serious 545 68.2 255 31.8 795
hearing impairment
A long-standing illness | 3,180 74.7 1,080 25.3 4,260
or health condition
Mental health condition | 5,545 74.7 1,875 25.3 7,420
A physical impairment | * * * * *
or mobility issues
Social 935 72.7 350 27.3 1,285
communication/Autistic
spectrum disorder
Specific learning 545 68.2 255 31.8 795
difficulty
Two or more conditions | 16,370 71.2 6,605 28.8 22,975
Another disability, 2,090 66.4 1,055 33.6 3,145
impairment or medical
condition
All disabled students 2,795 72.0 1,085 28.0 3,880
Non-disabled students | 242,725 | 73.4 87,960 26.6 330,685

Table 13 provides a breakdown of final degree classification by disability type for

students who graduated in 2015/16. Approximately three-quarters of students who

declared as being ‘blind or having a serious visual impairment’ achieved a first class

honours or upper-class second degree qualification, which interestingly is slightly

higher than the proportion of non-disabled students who achieved equivalent.
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2.7. EXPERIENCES OF YOUNG PEOPLE WITH

VISION IMPAIRMENT IN HIGHER EDUCATION

2.7.1. INTRODUCTION

This section outlines research literature which focuses on issues in HE relating
specifically to students with V1. Section 2.7.2 views these experiences in the context
of external legislation, and how this legislation is translated into institutional policies.
Section 2.7.3 looks at evidence of how important it is for students with V1 to be
prepared to be able to participate in HE, including evidence of the types of specific
skills required. Section 2.7.4 reviews evidence on experiences of supporting students
with VI in HE, including some of the specific challenges identified, examples of
anticipatory adjustments which were made and examples where individual
adjustments were necessary (including the students’ use of technology). Finally,
Section 7.8.5 explores the role of partnership between the institution and the student
in developing an environment where the student is facilitated to become an
independent learner. A summary of all the papers referenced in this section is

available in Appendix 2, to provide further context.

2.7.2. EXTERNAL LEGISLATION AND INSTITUTIONAL POLICIES
Ostrowski (2016) argued that ‘changes to government legislation, institutional
policy, and instructional practices can alleviate [barriers] and improve postsecondary
accessibility for all students, with or without impairments’ (p22). He argued that,

whilst removed from the student’s immediate environment, it is important to
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understand the implications of any underlying legislations and policies which may

impact upon the experiences of students with VI.

Bishop and Rhind (2013), writing about recent experiences of students with V1 in
HE, highlighted the significance of The World Health Organisation (WHO, 2001)
International Classification of Functioning, Disability and Health and its recognition
of the reconceptualization of disability which had taken place over recent years. They
explained that the ICF views disability as ‘a function of one’s interaction with
individual, institutional and social environments’ (p177). This emphasises the
importance of taking a holistic perspective when investigating the experiences of

people with disabilities.

As already outlined, such societal shifts have led to the introduction of legislation
across the world which requires educators to remove barriers for students with
disabilities. This has been particularly noted in the context of students with VI by
Ostrowski (2016), Lewin-Jones and Hodgson (2004) and Quirke et al. (2018).
Brazier et al. (2000) noted that the introduction of such legislation means that
students with disabilities like VI now have the option to take courses that they would
not have been able to before. They stated “...the ADA [American Disabilities Act]
will likely lead to increasing numbers of blind students taking physics and other
technical courses” (p116). Beyond this, as will be outlined in later sections, much of
the literature reviewed identified how requirements in legislation for making
‘anticipatory reasonable adjustments’ was particularly significant for students with

VI. Lewin-Jones and Hodgson (2004), however, noted that educators face a
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challenge in interpreting this legislation to understand what exactly constitutes a
‘reasonable adjustment.” Ostrowski (2016) argued that legislation should extend to
publishers to ensure that students with disabilities such as VI are able to readily
access accessible reading material. As noted in Section 2.6, studies into the
experiences of students with disabilities support the conclusion that often HE staff

have a limited understanding of disability legislation.

Several of the papers identified provided examples of ways in which equality
legislation had (or should have) impacted upon internal policies in order for students
with disabilities such as VI to have an equitable experience. One of the key
arguments made was the importance of having institutional policies which reflect
duties to make anticipatory adjustments, including ensuring that infrastructure and
facilities are designed with students with disabilities in mind from the outset. Henson
(1997) argued the importance of considering the needs of students with VI when
designing library facilities, including designing the environment and providing
assistive technology. Similarly, Bishop and Rhind (2011) stated that accessibility
should extend beyond teaching to include appropriate design to the learning
environment and accommodation. One of the key issues identified by Lewin-Jones
and Hodgson (2004) was the lack of preparedness of institutions for students with
VI, having identified barriers such as not having assistive technology installed on
public computers. Yoon et al. (2016), Fichten et al. (2009) and Erickson et al. (2009;
2013) all identified how important it was to have accessible online content, including
institution websites, online library catalogues and e-learning resources. Fichten et al.

(2009), highlighting the significance of accessible content, stated: “As long as
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software and hardware are designed and built without consideration for their
accessibility and as long as accessibility is not a key consideration when
postsecondary e-learning products are developed and purchased, there will continue
to be problems with access to e-learning materials” (p556). Similarly to Ostrowski
(2016) they suggested that the most appropriate solution was for institutions to adopt
a policy of universal design for learning. Fichten et al. (2009) defined this as “using
institutional strategies and products that are usable by all students, whenever
possible, without the need for adaptations.” Ostrowski argued that through applying
principles of universal design it is possible to “reduce or remove barriers to learning”
and for the need to “write legislation or institutional policies that require the use of

universal design for learning principles” (p19).

Quirke et al. (2018), Henson (1997) and Ostrowski (2016) presented evidence
showing how important it is for institutions to invest in staff training, including
preparing academic staff to think pedagogically about how to support students with
VI, thus encouraging thinking beyond individual adjustments and instead towards a
whole institution approach. Quirke et al. (2018) suggested the need for “innovative
teaching and assessment approaches” (p3374). Reed and Curtis (2011), Getzel
(2008) and Ostrowski (2016) also argued that institutions should have policies in
place to support students with VI, through individualised transition planning. Reed
and Curtis (2011) examined the transition into HE from the perspective of specialist
teachers supporting students with VI. Drawing on the responses from a survey of

teachers they suggested that HEIs should be prepared to work with specialist teachers
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to improve the overall student experience by reducing the student’s anxiety,

increasing their independence and their ability to succeed.

2.7.3. PREPARATION OF STUDENTS WITH VISION IMPAIRMENT FOR
TRANSITION INTO HIGHER EDUCATION
Keil and Crews (2008) conducted a three-year qualitative study, tracking the
transition experience of five young people with VI from the age of 16. A key finding
of the study was the importance of young people with VI being prepared for the
environment which they would be moving into. Similarly, Reed and Curtis (2011),
who drew upon data collected from teachers assisting students with VI making the
transition to HE, argued the importance of individual planning in order to “mitigate
the shock the students experience upon entry” (p557). They stated that investing in
preparing the student could lead to improved student outcomes such as reducing
anxiety, increasing independence and improving the student’s ability to succeed.
They quoted one teacher who stated that “by the time the students graduate [from
high school], they should have mastered the expectations of the expanded core

curriculum and have the skills they need to live independently” (p556).

Several papers focused on the role of agencies, such as schools, HE providers and
specialist services, for preparing young people with VI for HE. Feldmann and
Messerli (1995) focused on the role of educators to enable students to become “more
independent thinking, and problem solvers, and responsible for determining and
advocating for their own needs”, rather than allowing an environment which fosters

dependency (p153). Brown et al. (2013) and Reed and Curtis (2011) called for
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greater collaboration between agencies (including HE providers) to ensure that
educators have the required information to support a student with VI preparing to

move into their new HE settings.

Several of the papers identified present various specific ways in which young people
with VI can be better prepared to make the transition to HE. Firstly, McCarthy and
Shevlin (2017) found that it is important for students with VI to be prepared properly
with adequate careers guidance before leaving school, having found through their
qualitative study that post-school decisions of young people with V1 can be
negatively affected by narrowed expectations and aspirations. Three publications
found the importance of students with VI having opportunities to develop resilience,
agency, self-determination and self-advocacy. Feldmann and Messerli (1995)
highlighted examples of self-advocacy skills needed such as knowing how to
disclose their disability, articulate accommodation needs and coordinate support
received. Getzel (2008) identified examples of self-determination skills required by
students with V1 for the transition into HE, including acceptance of disability and
how it affects learning; understanding of support required; being about to explain
their disability to others and determination to overcome challenges faced (p210).
Similarly, Reed and Curtis (2012), Getzel (2008) and Brown et al. (2013) found that
it is important for young people with V1 to arrive in HE prepared with certain self-
management skills to facilitate their independent learning. Getzel (2008) defines self-
management skills to include time management, organisational and study skills

(p211).
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Five studies identified provide evidence to show how important it is for students with
VI to be adequately prepared to access information. Dermody (2011), who
investigated the experiences of students using screen-readers to access online
databases, found that while there were some challenges with the accessibility of the
online databases, some students also lacked the necessary training and knowledge to
effectively use online databases using their screen readers. Getzel (2008) argued that
students with VI need the opportunity to experiment with using different types of
technology, in order to identify the most suitable method for them to use. They noted
that this process needs to be coordinated by someone who can work with the student
to encourage them to persist with the technology, even when faced with challenges.
Ostrowski (2016) noted the importance of students with V1 being given opportunities
to use mainstream technology, arguing that this will help the student to feel less
socially excluded. D’ Andrea (2012) found that it is “critically important” for students
with VI to be able to draw on as many tools and strategies as possible to be able to
access information efficiently (p595). Reed and Curtis (2011), however, noted gaps
in specialist support for students with VI during compulsory education and,

therefore, limited opportunity for students to be able to develop these key skills.

The significance of preparation is observed within accounts given by Brazier et al.
(2000) and Sapp and Hatlen (2010). Brazier et al. reflected upon the experiences of
two blind students who were studying physics. One of the students was proficient in
using Braille to solve algebra problems using a Perkins Brailler, while the other
student relied on being able to perform the calculations in his head. Whilst this was

sufficient for some problems, to solve more complex problems he had to receive help
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from an assistant. The authors note that intellectually both students were capable of
performing the required calculations, but in the case of the first student, they were
more prepared to work independently than the other. This example resonates with the
story shared by Sapp and Hatlen (2010), who examined the experiences of two
young men with VI who, despite having similar academic achievements, had very
different levels of independence. They found that the more independent young man
had received extensive ECC intervention during his time in school, whilst the support
received by the less independent young man had tended to focus on facilitating him
to access the curriculum, rather than on developing broader skills for working
independently. These two accounts highlight the importance of ensuring that a young
person with VI receives the required intervention for them to be able to establish the
skills which they need, not just in their immediate school environment but also in
settings beyond school. The findings of this literature review emphasise how
important it is to investigate how well equipped the student is able to contribute to

their learning experience in HE, and not just to focus on the role of the institution.

2.7.4. SUPPORTING STUDENTS WITH VISION IMPAIRMENT IN

HIGHER EDUCATION

Specific challenges faced when supporting students with vision impairment
Baggett (1994) noted that HE staff often have limited experience to draw upon when
working with students with disabilities, as well as often not being sufficiently
familiar with disability laws to be able to understand the legal requirements placed

upon them as HE educators. Gray and Morley Wilkins (2005a) and Reed and Curtis
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(2012) expanded upon this by highlighting how only a small proportion of students
with disabilities have VI, and that consequently HE staff often have extremely
limited prior experience to draw upon for supporting students with V1. Furthermore,
as noted by Gray and Morley Wilkins (2005b), it can be challenging for HE staff to
anticipate the specific needs of a student with VI as an individual’s level of vision
can vary significantly. Because of these challenges Lewin-Jones and Hodgson (2004)
and Harshman et al. (2013) suggested that HE providers should draw upon specialist
support. Marson et al. (2013) noted particular challenges such as knowing how to
appropriately produce alternative formats of visual material and Kugler and Andrews
(1996) acknowledged that supporting students with VI will inevitably have resource

implications.

Role of anticipatory and individual adjustments

As noted in Section 2.7.2, institutions have a legal responsibility to make anticipatory
adjustments to ensure that students with disabilities are able to access their courses.
A small number of the studies identified provide examples of ways in which
institutions were achieving this through inclusive practice, or could aspire to do so.
However, a more significant number of articles described ways in which students
with VI were supported through individual adjustments. Focusing upon providing
individualised support however can be seen as going against the principles of
inclusive education. Therefore, this observed need for individual adjustments could
lead to tensions in support models for students with VI and other disabilities, with

clarity needed between knowing when adjustments may best be met through
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inclusive practice and when it is necessary to provide adjustments on an individual

basis.

Quirke et al. (2018) argued that institutions should rethink their pedagogical
approach towards creating an inclusive learning experience. Boyd-Kimball (2012)
suggested that it is important for educators to think clearly about the learning
objectives of the course and precisely what they want the student to learn, in order to
identify what the most appropriate adjustments are. Gilson et al. (2007), following an
investigation of the provision of accessible textbooks for students with VI, provided
different examples of anticipatory adjustments which could be made. These include
having systems in place to allow quicker access to textbooks, the provision of
different formats of electronic text (e.g. Microsoft Word, PDF, and HTML), changes
in how electronic texts are structured (such as tables of contents and page numbers),
and improvements in assistance for accessing texts through staff training and better
communication. Similarly, Henson (1997) advocated for anticipatory adjustments to
be made to library facilities, through thinking ahead to address specific challenges
which might be faced by a student with VI. Lewin-Jones and Hodgson (2014) and
Gray and Wilkins (2005b) identified several ways in which a student with VI can
benefit from anticipatory adjustments before teaching sessions. These include
ensuring that students have access to accessible material, provision of tactile
diagrams, arranging a support worker for practical work and considering alternative

assessments.
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Brazier (2013) argued that in addition to inclusive design and generic anticipatory
adjustments, it is important to consider the situations where individual and specific
adjustments are required to remove barriers. Similarly, Harshman et al. (2013)
argued that while most literature discusses making accommodations in a broad sense,
guidance is needed when making specific accommodations. They identified
particular challenges for VI students who need to access Science, Technology,
Engineering and Mathematics (STEM) content, arguing that lecturers need to see the
potential in VI students and be willing to make the necessary accommodations for
instruction and assessment. Cole (2013), Betts and Cross (2010), Marson et al.
(2013) and Kugler and Andrews (1996) described specific adjustments which can be
made to enable students with VI to access particularly visual parts of a curriculum,
including tactile models and accessible lab equipment. Cole (2013) and Gorlewicz et
al. (2014) noted that it is important that individual adjustments are chosen
appropriately to enable a student to work as independently as possible, rather than

causing the student to become more reliant on others.

Role of technology

Several of the articles identified focused on the role of technology in support
strategies for students with VI in HE. Cole (2013) described ways in which a student
was able to use specialist lab equipment to participate independently in laboratory
sessions. Both Cole and Gorweitcz et al. (2014) stressed how important it is for
STEM students with VI to be facilitated through technology to overcome access
challenges. They noted that this should be conducted in a way which enables the

student to undertake as much of the practical work on their own as possible.
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Liakou and Manousou (2015) and Ostrowski (2016) both argued that having access
to technology offers opportunities for students with VI. For example, Liakou and
Manousou (2015) stated that specialist equipment can promote equal access to
information. They argued that this is important to ensure equal opportunities in life,
noting the importance of having specialist equipment available in learning spaces and
readily available to individuals. Ostrowski (2016) particularly highlighted the
opportunities provided by accessible mainstream technology and how students with
VI are less likely to feel socially excluded when using them. The author also noted
the importance of having appropriate training to be able to use this equipment. This

again acknowledges the importance of the preparation of the learner.

2.7.5. PARTNERSHIP AND THE ROLE OF THE LEARNER

A final theme identified through the analysis of literature was how important it is for
both institution and learner to work together in partnership. This included identifying
ways in which it is necessary for the learner to play an active role of facilitator. This
means the learner’s responsibilities going beyond drawing upon their skillset and
being prepared with the necessary skills to be able to access the curriculum (as

addressed in 2.7.4), to taking responsibility for their own learning.

Betts and Cross (2010) shared that they approached supporting a student with VI
with the philosophy that all students should be supported to reach their potential. By
taking this approach and by working with the student, they reflected on their

experience by noting the importance of developing a good rapport with the student:
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“the first, and most crucial, aspect to underpin all [...] subsequent support
was the importance of developing a good working relationship and rapport
with the student [...] such a rapport was crucial to ensure that the student felt

at ease to communicate her needs to fully engage in the course” (p58).

Pence et al. (2003) when outlining their approach towards supporting a student with
VI in a laboratory, noted the importance of advanced preparation by allowing time
for discussion with the student and ensuring that they were able to consult with the

student before making any adjustments.

Erhardt and Shuman (2017) partnered with a blind student to ensure that the student
would be able to access a second-year statistics course. The course leaders
investigated the possible adjustments which could be made and then made
appropriate adjustments such as producing all lecture material in a different format
and producing tactile diagrams. In turn the student invested a significant amount of
time in learning how to use a piece of software called LaTeX to allow her to access
this material. Similarly, Cole and Slavin (2013) reflected on their experiences of
ensuring that a student could access a laboratory course. Both student and institution
committed to work together to identify technology solutions that would allow the
student to “participate in a meaningful way” (p311). Whilst this was a time-
consuming process, they noted how important this preparation was as it allowed the

student to develop skills which would benefit him later on in his studies.
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Brazier et al. (2000) argued for the need for a period of trial and error between
student and institution to find appropriate adjustments for the student. They stated
that these solutions should be individualised as each student will have “a unique set
of talents and approaches to problem solving”, and it is, therefore, important to work

with the student as an individual (p116).

Lewin-Jones and Hodgson (2006) described the challenges they faced when
including a student with VI in group work, and subsequently the learning process
that they and the student went through. They argued that it is not simply the role of
the institution and support worker to facilitate group work and that the other students

should also play a role in ensuring that students with disabilities are included.

Bishop and Rhind (2011), Feldmann and Messerli (1995) and Ostrowski (2016)
provided a range of examples of partnership, concluding that it is important for the
learner to play an active role in their learning and the development of support
strategies. This includes taking responsibility for advocating for accommodations,
seeking to be independent thinkers and problem solvers and having a willingness to

engage with support.

These different examples of positive working relationships between institution and
the student show that it is important to consider the contribution of the learner to
their HE experience. This includes investigating whether their institution was

prepared to let them contribute in such a way.
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2.8. CONCLUSIONS AND RESEARCH QUESTIONS

The findings of the literature review have demonstrated why it is important to
investigate the post-16 transition experiences of young people with V1. It has been
highlighted that VI is a low incidence disability amongst children and young people
with only 0.18% of people in the UK aged 16-25 identifying as being long-term
disabled with a seeing difficulty. Analysis of UK labour statistics has also revealed
poor employment outcomes for young people with VI — even in comparison to other
disability groups. However, the research evidence presented identifies a range of
factors which can improve employment outcomes for young people with vision
impairment. Primarily these factors centre around specific skills the student may
develop during their time in education, such as mobility skills, social skills, advocacy
skills, assistive technology skills and braille skills, as well as having higher level

qualifications and having work experience opportunities.

As research evidence shows the importance of young people with VI having
opportunity to receive degree level qualifications, and the Longitudinal Transitions
Study identified that HE is a popular option for young people with VI, this provided
strong justification for a comprehensive investigation into the experiences of young
people with VI in HE. Of particular relevance to this study, Bishop and Rhind
(2013), in reflecting upon findings of their investigation into the experiences of
students with VI in HE, concluded that a longitudinal study would be helpful to gain
a broader understanding of the different factors which impact upon an individual’s

time at university.
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An analysis of legislation and policy show that there has been a shift in recent years
towards promoting equal access for students with disabilities, and this is reflected in
statistics which provide some evidence of increased participation by students with a
range of disabilities. However, recent research literature still highlights many barriers
for students with disabilities. Looking specifically at the research literature relating
to the experiences of students with VI a number of key themes were identified,
including:
e The ways in which external legislation and institutional policies can
positively (and negatively) impact upon the student experience.
e The importance of students with VI being adequately prepared with the skills
which they require for participation in HE.
e The role of professionals in supporting students with V1 as they make the
transition into HE, and the complexity of this network of support.
e The importance of partnership between the student and institution, and the

responsibility of the student to take an active role in their learning.

Of note, very little of the identified literature investigated the complete transition
journey of students with disabilities/\V1. The literature instead looks at the students
experience in HE in isolation, rather than taking into account prior life experiences of
the student that may have impacted upon their outcomes. Similarly, the majority of
the policy driven literature identified tended to focus primarily on the role of the
institution and support agencies, and did not take into account the contribution that

the learner might make.
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To investigate these factors and identified gaps in literature further, I proposed three
research questions that have been investigated through this doctoral study:
1. How well supported are students with vision impairment as they make the
transition into Higher Education?
2. How inclusive is Higher Education for students with vision impairment?
3. How well prepared are vision impaired students for being independent

learners in Higher Education?
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3. THEORETICAL FRAMEWORK

3.1. INTRODUCTION AND OVERVIEW OF THE

THEORETICAL FRAMEWORK

3.1.1. INTRODUCTION

In this chapter, | present three interconnected theories that have particular relevance
to this doctoral study. Firstly, I examine literature on different interpretations of
‘disability’ to consider how understanding of disability has developed over time,
including presenting recent guidance given by the World Health Organisation on
how to interpret disability using the International Classification of Functioning
Disability and Health (ICF) Framework. This responds to guidance from academics
such as Duckett and Pratt (2001) who encourage researchers to state their
interpretation of disability when they conduct research with people with disabilities,
and to specifically disclose whether they have approached their research from the
perspective of the medical model or the social model of disability. Secondly, |
provide an overview of Bronfenbrenner’s Bioecological Model of Human
Development and describe its potential contribution for conceptualising the
development of young people with VI through education. Bronfenbrenner’s model
takes a holistic view of human development, acknowledging the characteristics of the
individual (for example their level of vision acuity) and the context in which the
individual is situated (for example, how the society in which they live responds to

disability). Thirdly, I present a dual ‘access to learning model’. This considers the
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role of education in finding an appropriate balance between a young person with VI
being directly facilitated with their learning, but also being supported to develop the
necessary skills required to learn independently. The position offered by this model
is that it is the responsibility of the setting in which they are situated to facilitate
access to learning for a child or young person with V1 (for example, through
provision of large print text), but that as part of their longer-term development,
young people with VI should be supported to develop the skills and experiences that
they will require to live and work as independently as possible (for example, through

learning to use assistive technology).

3.1.2. MODELS OF DISABILITY

Medical model of disability

Until around the 1960s, the primary focus of academic and political work relating to
disability centred about the constructs of what has been labelled as a ‘medical model
of disability’. This is a view of disability which focusses on the individual and the
perception that it is an individual’s illness or condition which leads to them being
‘disabled’. This position can arguably be reflected by the 1980 WHO framework, the
“International Classification of Impairments, Disabilities and Handicaps” (ICIDH) in

which disability was defined as:

“a disability is any restriction or lack (resulting from an impairment) of
ability to perform an activity in the manner or within the range considered

normal for a human being” (WHO 1980, p28).
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A society that approaches disability from a medical model perspective focuses on the
individual, therefore identifying solutions on an individualised basis, such as
providing treatment and making one-off adaptations. For example, in the context of
university students with VI this could include providing lecture materials in large
print for a student who cannot read the standard sized print, or a reader for a student

who is unable to access print.

Social model of disability

In response to the societal norm to apply a medical model interpretation of disability,
in 1975 the organisation ‘Union of the Physically Impaired Against Segregation’
(UPIAS) sought to redefine societies understanding of disability. They offered an
alternate position which argued that disability is something that is caused by society.

In a document explaining this position, UPIAS wrote that:

“In our view it is society which disables physically impaired people.
Disability is something imposed on top of our impairments by the way we are
unnecessarily isolated and excluded from full participation in society”

(UPIAS, 1976, p4)

Shakespeare (2013) explains that the UPIAS originated as a disabled people’s
organisation in the 1970s, particularly under the influence of political activists like
Paul Hunt and Vic Finkelstein. The statement above was originally made from a

political and campaigning angle, but over time an academic Michael Oliver took this
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definition of disability and used it to introduce the concept of a ‘social model of
disability’ (Oliver, 1983). Shakespeare describes how the original statement by
UPIAS was taken and developed by Oliver, who introduced for the first time what
became to be known as the “British Social Model of Disability”, and in so doing,
transformed the UPIAS’ statement from a political concept to an academic model.
Over time proponents of this social model included Finkelstein (1980), Oliver
(1990), Barnes (1991) and Thomas (1999, 2007) who further developed the concept

of a ‘social model’.

As outlined, a society which approaches disability from the position of a social

model of disability looks away from the individuals impairments, and instead focuses
on creating a world designed in such a way that it prevents the existence of barriers
that people with impairments (such as V1) would otherwise face. In the context of
university students with V1 this could include a general policy of making all lecture
material available electronically on an accessible platform ahead of teaching

sessions, so that it can be freely accessed and modified to the users requirements.

Movement away from a social model of disability

Shakespeare and Watson (2002) observed that a social model of disability approach

was being used extensively in disability politics in Britain:

“The social model has now become the ideological litmus test of disability

politics in Britain, used by disabled people’s movement to distinguish
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between organisations, policies, laws and ideas which are progressive, and

those which are inadequate.” (p9)

However, a number of shortcomings were identified with the construct of a social
model of disability, with critics suggesting that to promote the inclusion of people
with disabilities in society most appropriately, it had become necessary to move
away from using this model. For example, Shakespeare and Watson (2002) identified
three main shortcomings of the model. Their first criticism was how the social model
ignores the presence of impairment in disabled people’s lives. Instead, they believed
that it was important for a model of disability to recognise that people are disabled by
both social barriers and by their bodies, with this being an important part of a
disabled person’s life. Secondly, they identified concerns over the dichotomy
presented by the social model between impairment and disability. Instead, they
argued that it was necessary to take account of all aspects of a disabled person’s
experience. This criticism of using a social model of disability notes that, by
emphasising that society is responsible for disabling people with impairments, and
by ignoring these impairments, it oversimplifies the problems that disabled people
face. Finally, they suggested that proponents of a social model of disability failed to

appreciate that many disabled people do not wish to be labelled as disabled.

Thomas (2004) evaluated these two differing views of disability, and argued that in
reality there is more common ground between opposing groups of academics about
what constitutes disability than had previously been acknowledged, suggesting that

these groups should engage together. She also expressed some concern that the social
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model of disability approach has been misused over the years, and as such, its value
diluted (something she noted had previously been argued by Shakespeare and

Watson, 2001).

Thomas, by taking the work of leading academics in disability studies in order to
identify common ground between them, identified agreement between writers such
as Shakespeare and Watson (2001), Bury (1988, 1991, 1997 and 2000) and Williams
(1999): that part of the restricted activity that is experienced by people with
disabilities can be directly associated to their impairment. The main difference she
identified was an unwillingness of medical sociologists to acknowledge disability
being caused by some form or social oppression or “systematic social exclusion”.

Thomas argued that this should form a core focus of future debate.

Shakespeare (2013), however, suggested that for disability theory to progress in the
21° Century it was necessary to look towards alternative models of disability. In his
book which investigated social theories from outside of the UK, he particularly
related to a ‘critical realist’ approach to disability. He argued that this approach took

account of the interaction of a number of factors in that person’s life.

WHO International Classification of Functioning Disability and Health (ICF)
Framework

In recent years, there has been global progress towards bridging the gap between
those approaching disability research from the stance of a medical model or a social

model of disability, through the development of a globally recognised framework for
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interpreting disability. This framework was introduced by the World Health
Organisation who produced new guidance on classifying functioning, disability and

health (WHO, 2001) and replaced the guidance given in the 1980 WHO framework.

The ‘International Classification of Functioning, Disability, and Health’ (ICF)
provides a new model and language which can be used by academics researching
disability. One example of such an academic study is Douglas et al. (2012) who used
the ICF guidance as a framework when designing a survey of blind and partially
sighted people in the United Kingdom. The writers described how their survey
closely mirrored an earlier survey by the RNIB (Bruce et al., 1991) which had been
informed by the previous 1980 WHO framework. The application of WHO 1980 had
been criticised by academics such as Oliver (1992) for being too rooted in an
individual model of disability. Conscious of this, Douglas and colleagues applied the
ICF model, encouraged by WHOs claim that the classification “aims to integrate the
two opposing models of disability — social and medical models” (p9). The main way
in which they applied the ICF was by adopting some of the vocabulary used within
it, through using terms such as ‘impairment’, ‘activity’, ‘participant’ and ‘barriers’
when designing the interview questions. Their paper, as well as presenting some of
the results from their survey, provides an evaluation of the use of the ICF as a
framework for research. They concluded that their use of the framework proved to be
positive, particularly as it allowed participants a way of identifying both social and
individual-based explanations and causes of the barriers and enablers they

experienced.
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3.1.3. BIOECOLOGICAL MODEL OF HUMAN DEVELOPMENT

Bronfronbrenner’s Bioecological Model of Human Development

As discussed in Chapter 2, research evidence has identified the importance of
equipping young people with VI with the specialist skills they require to live and
work independently in adulthood. This highlights the importance of taking into the
account the individual’s development prior to entering adulthood. The Bioecological
Model of Human Development was developed by Urie Bronfenbrenner over several
decades (e.g. Bronfenbrenner 1979; 2005) to explore the development of the child.
The theory originally intended to explore how human development is influenced by
the environment in which that individual sits, but Bronfenbrenner expanded upon
this in later versions by placing greater emphasis on the role that individuals play in

their own development (Tudge et al. 2009).

Bronfenbrenner through his model defines development as:

“the phenomenon of continuity and change in the biopsychological
characteristics of human beings, both as individuals and as groups. The
phenomenon extends over the life course, across successful generations, and
through historical time, both past and future.” (Bronfenbrenner and Morris,

2007, p793).

The later version of Bronfrenbrenner’s theory consists of four key interrelated

‘defining’ elements: process (human development through interactions with the
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environment around them); person (personal characteristics that impact on human
development ranging from age to skills to temperament); context (the environments
in which the person sits); and time (the time in which this process occurs)
(Bronfrenbrenner and Morris, 2007). The context in which the individual sits can be
described through five systems: micro-systems (factors in the environment
immediately around the individual); meso-systems (interactions between factors
within the micro-systems); exo-systems (factors outside the individual’s immediate
environment which impact upon their development); macro-systems (factors and
culture outside the physical environment) and chrono-systems (human development
over time). | consider each of these in turn, in the context of this study of young

people with V1.

Process

Process refers to the ‘core’ of the model (Bronfenbrenner and Morris, 1998) and
relates to the “proximal processes” of human development, which can be described
as the human development through interactions, or “a function of the characteristics
of the developing Person, the immediate and more remote environmental Contexts,
and the Time periods, in which the proximal processes take place” (p795). For
example, the Longitudinal Transitions Study focuses on the transition experiences of
young people with VI through to employment, and therefore in the context of this
study the process could be defined as the interactions of Person, Context and Time
which determines the human development of a young person with V1 for

participation in the labour market.
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Person

The Bioecological Model of Human Development recognises biological, genetic and
personal characteristics of the individual. Bronfenbrenner paid particular attention to
personal characteristics, but recognised the role that an individual could have in
changing their context (Tudge et al., 2009). Personal characteristics, according to

Tudge et al. (2009) and Bronfenbrenner and Morris (2007) may be divided into:

(i) Demand characteristics — or ‘characteristics that act as an immediate
stimulus to another person’, including age, gender, and appearance.

(i) Resource characteristics — or characteristics relating to mental and
emotional resources. This can include past experiences (for example past
experiences of describing support needs), skills (for example skills for
accessing information or getting around independently), intelligence, and
social or material resources (including supportive families and
encouragement to act independently).

(ili)  Force characteristics — personal qualities such as confidence, motivation,

resilience, and perseverance.

Context

Tudge et al. (2009) define Context as ‘four interrelated systems’ in which the person
sits, which impact upon their development. The first system is the Microsystem,
which is the immediate environment in which the individual is situated.

Bronfenbrenner defines this as:
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“a pattern of activities, social roles, and interpersonal relations experienced
by the developing person in a given face-to-face setting with particular
physical, social, and symbolic features that invite, permit or inhibit,
engagement in sustained, progressively more complex interaction with, and

activity in, the immediate environment” (Bronfenbrenner, 1994, p39).

In the case of the student with VI in HE, this may include lecturers, disability support
officers, support staff and peers. The Mesosystem recognises that there are
interactions between these different factors within the Microsystem, and between the

individual and the environment around them.

The Exosystem relates to the system directly outside of where the individual is
situated and the factors which impact indirectly upon their experiences, due to
interactions with the Microsystem. For example, in the context of this research this
could include institution policies towards inclusive education, and the amount of

investment made available to facilitate these policies.

In the Macrosystem sit factors external to the environment in which the individual
sits which have an indirect impact upon their experience and development. Of
particular note is the Equality Act 2010 which is the UK legislation which requires

education providers to make reasonable adjustments for disabled students.
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Time and progressive mutual accommodations

The final element of the bioecological model is time. Sitting outside of the four
interconnected systems is the Chronosystem, which Tudge et al. (2009) referred to as
‘macro-time’. The Chronosystem recognises the role of time in the development of
an individual, and the significance of their historical experiences. There is also
Micro-time (which relates to the time at which specific activities or interactions
occur), and Meso-time (the consistency with which interactions occur which impact
upon the individual’s environment). Figure 3 provides a visual representation of
these five systems, with the arrows representing the interactions between the

systems.

Figure 3: Context in Bronfenbrenner’s Bioecological Model of Human

Development
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As noted in Hewett et al. (2017) central to Bronfebrenner’s later model is “the notion
of accommaodation within and between the different systems in which the individual
is operating over a given timeframe”, termed by Bronfenbrenner as progressive
mutual accommodations. This concept recognises how “different factors within and
between systems mutually accommodate one another to ensure successful inclusion

and development of the individual” (p107).

3.1.4. DUAL MODEL OF ACCESS

Bronfenbrenner’s model argues that the individual at the centre of the model
develops over a period of time, and that their experiences are influenced by both their
individual characteristics and also by the environment around them. A key question
therefore is how the individual with VI may be best supported through education to
ensure that upon leaving education they have the skills and experiences they require
to live and work independently in adulthood, meeting the need for a “broad and

balanced curriculum” (Department for Education, 2015b, p94).

To explore this further, a third theoretical position adopted for this research study is
outlined, which can best be illustrated through the “Access to Learning-Learning to
Access model”, as termed by McLinden et al. (2013). This model explores the role of
education for preparing young people with VI for adulthood. It argues for the need
for a dual model of access in which (i) the child/young person’s learning
environment is such that it facilitates their education (‘access to learning’) and (ii)

the child/young person is supported to develop skills to become independent learners

105



(‘learning to access’) (McLinden et al., 2016, p. 177). For example, initially

educators may focus on ensuring that a child is able to participate in their lessons by

providing enlarged material. However, over time the model asserts that the young

person should be taught the skills they need to be able adapt material, to ensure they

are as independent in lessons as possible. Table 14 provides further examples of a

dual model of access.

Table 14: Examples of a Dual Model of Access

Access to learning

Learning to Access

Enlarged learning material provided so
that young person can participate in
lessons

Young person equipped with skills to
make their own adaptations to be able to
access learning material independently

Taxi provided to and from school

Young person given mobility training to
enable them to get to and from school
independently

QTVI explains to teachers the
adaptations which are needed for the
young person in lessons

Young person equipped to be able to
self-advocate for the adaptations they
need

The “Access to Learning-Learning to Access” model argues that as a child/young

person develops, the provision of ‘Access to Learning’ should decrease and

facilitation for ‘Learning to Access’ should increase, as illustrated in Figure 4

(adapted from McLinden et al., 2016).
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Figure 4: Dual access ‘Access to Learning — Learning to Access’ Model

Time: Child’s age / developmental level

Teaching ‘Access to Learning’

Teaching ‘Learning to Access’

>

Increased independence; Emphasis upon ‘additional’ curriculum

When considering the skills which a young person with VI requires, it is important to
consider the different settings in which they will be situated, and the skills which will
be required for each setting. Bronfenbrenner (1979) referred to transitions from one
setting to the next as ‘ecological transitions’. He defined these as occurring
“whenever a person’s position in the ecological environment is altered as a result of a
change in role, setting, or both” (Bronfenbrenner, 1979, p26) and applied his
bioecological model by describing how the developing person makes transitions

from one system to another, as illustrated in Figure 5.
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Figure 5: Ecological Transitions in Education for Young People in the United

Kingdom
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In the UK, children typically progress from early year’s settings (such as nurseries)
into primary school and then secondary school before deciding whether to continue
into FE and HE, or to go straight into the labour market. When considering how best
to support children and young people in education, the dual access model argues that
it is important not to just consider the support and skills required in that specific
setting, it is also important to consider what preparation is required for them to move
into these new settings. Therefore, when researching the experiences of young people
with VI in HE, this means it is important to take a broad perspective looking beyond
the young people’s experiences once they enter HE, and instead also to take into
account the preparation they received prior to HE, and whether they were equipped

with the skills they required to live and work independently.
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3.1.5. CONCLUSIONS

As suggested by Duckett and Pratt (2001), it is important for researchers to state their
ideological position when approaching research with people with disabilities,
including outlining the way in which they understand disability. For example,
individual researchers may have different interpretations of what access
arrangements students with VI should be entitled to in HE, which will in turn have an
impact upon the way in which they design survey instruments and analyse and
interpret resulting data. Should it be society (for example HE providers) that employ
policies which create an inclusive environment for all (in tune with a social model of
disability), or instead should the focus be on the individual and their need to

overcome their barriers to learning (in keeping with a medical model of disability)?

I have approached this research with the view that HE providers and other key
organisations (for example publishers of course text) should aspire and have
responsibility for offering an inclusive learning experience in such a way that their
standard practice removes barriers that students with disabilities may face. | however
also recognise that there are very specific challenges faced by individual students
with disabilities, which can only be appropriately addressed through HEIs making
individualised adjustments. | also acknowledge that there are specific interventions
which can improve the experiences of young people with VI, such as LVAs and

assistive technology which rely on the individual.

In drawing upon Bronfenbrenner’s bioecological model, 1 also acknowledge the

significance of the individual’s personal attributes, as well as the individual’s
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responsibility to draw upon their personal agency in the environment in which they
are situated. This interpretation of disability is in keeping with WHOs integration of
the social and medical models of disability in the ICF, by acknowledging that

solutions to social barriers can be both socially and individually focussed.

The research questions chosen were informed by this ideological position by taking a
holistic view of the experiences of the young people through investigating the
specialist support they received, the inclusiveness of the institutions attended and the

level of preparation of the individual.

In recognition of this broader perspective of disability | sought to adopt the language
suggested by the WHO ICF when collecting data and analysing reporting the
findings, as well as using Bronfenbrenner’s bioecological model as a lens through

which to interpret the findings (as explored further in Chapter 5).
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4. METHODOLOGY: THE
LONGITUDINAL
TRANSITIONS STUDY

4.1. INTRODUCTION

The research presented in this thesis centres round the data collected through a
Longitudinal Qualitative Study (LQS). This chapter provides a detailed description
of the broader project, and the data collected that has particular relevance to the 39

participants who transitioned into HE.

Section 4.2 looks in detail at LQ studies, the research methodology used in the
Longitudinal Transitions Study. It discusses the strengths and weaknesses of LQS as
a research method, including paying particular attention to the challenges of retention
and engagement of participants and ways to overcome these challenges, and presents
key ethical concerns when conducting LQS. Section 4.3 also gives a short
description of the use of case studies to provide explanation for their use to

supplement the longitudinal interviews.

Section 4.4 gives an introduction to the Longitudinal Transitions Study and an
overview of the research design used, and discusses how the challenges associated
with LQS have been addressed in the research study. This section considers the
management of the project, the recruitment engagement and retention of participants,

ethical decisions made, the procedures used to ensure participant confidentiality.
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Section 4.5 describes recommendations made by disability researchers for ensuring
that research is ‘participatory ' when working with people with VI, and provides

details of how the work presented in this thesis has adhered to those guidelines.

Sections 4.6 and 4.7 provide an overview of the participants who went into HE as
well as a description of the approach used for collecting data from the participants,
and a summary of the type of data that has been collected. | also describe the case

study work which was conducted with a small number of the participants.

Finally, in Section 4.8 | outline and provide justification of the methods used for

analysing the data presented in this thesis.

Some of the content of this chapter has been previously published as part of a Sage
Case Study into LQS: Hewett, R. (2017) Recruiting and Retaining Participants in a

Longitudinal Qualitative Study. Sage Research Methods Cases. Sage Open.

4.2. LONGTUDINAL QUALITATIVE STUDIES

4.2.1. WHAT ARE LONGITUDINAL QUALITATIVE STUDIES?

In 2004 the Economic and Social Research Council commissioned researchers to
conduct an investigation into LQS, in order to ascertain how beneficial a research
methodology this could be within the Social Sciences (Holland et al. 2006). The

reviewers conducted an audit of existing LQS and surveyed researchers who had
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previously used LQS as a research methodology. They concluded that whilst LQS
were being used extensively by some researchers, there was limited guidance

available on what exactly LQS were, and of best practice when conducting them.

Farrall (2006) defined LQ research by saying that it “embodies a range of mainly in-
depth interview-based studies which involve returning to interviewees to measure
and explore changes which occur over time and the processes associated with these
changes” (p2). Likewise, Holland et al. (2006) stated that LQS is “predicated on the
investigation and interpretation of change over time and process in social contexts”
(p1). Epstein (2002) identified three different types of LQS when discussing what
she termed as ‘long-term microstudies’ (p64). These were (i) continuous research in
the same small society over a number of years (in keeping with this study); (ii)
periodic restudies at regular or irregular intervals (such as the Millennium Cohort
Survey, e.g. Harris et al., 2012); and (iii) studies which recommence after a long

period of time has elapsed since the original research.

Holland et al. (2006) stated that many of the researchers they consulted as part of the
ESRC investigation observed that there was a limited guidance of how long LQS
should last for. This, however, was not seen as problematic, and rather there was a
consensus that each individual study should set its own parameters. They instead
referred to the foundational principles outlined by Saldana (2003) of duration, time
and change arguing that when deciding how long a LQS should last, one should

consider the length of time needed to observe the intended ‘change’, and how
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frequently it would be necessary to engage with the participants to observe that

change.

As the majority of the participants remained in some form of education meaning they
were following an academic calendar year of Autumn-Summer, the decision was
made for this study to have on average two waves of data collection per year — once
in the summer to recap on the previous year and establish what their plans were for
the year ahead, and once in the winter to establish how successful the transitions they

made had been.

4.2.2. LONGITUDINAL QUALITATIVE STUDIES AND TRANSITION
Holland et al. (2006) highlighted several examples of LQS which investigate
transition, noting that as a methodology LQS is particularly suited to investigating
transition experiences. Henwood and Lang (2003) observed that LQS “are highly
sensitive to contextual issues, and can illuminate important micro-social processes,
such as the ways in which people subjectively negotiate the changes that occur in
their lives at times of personal life transition” (p49). This is illustrated well in a study
by Brooks (2003) which investigated how friendships in school and college can
influence young people when making decisions about which HE courses to apply for.
Brooks identified that previous quantitative studies had found that young people had
chosen to speak with friends when making decisions about HE, which had led to
researchers concluding that having conversations with peers formed an important
part of the decision making process. In contrast Brooks found through her LQS that

whilst the young people did have some conversations together about HE options,
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these were often limited, and with some reluctance. She concluded that ‘it would be

difficult for a quantitative study to provide this level of detail’ (p30).

4.2.3. STRENGTHS AND WEAKNESSES OF LQS

Table 15 summarises the main strengths and weaknesses identified by researchers

who have previously conducted LQS.

Table 15: Strengths and Weaknesses of Longitudinal Qualitative Studies

Strengths/Opportunities

Weaknesses/Challenges

Studies are prospective rather than
retrospective, reducing barriers of
participants not recalling events
accurately. The design also allows
participants to reflect upon their
experiences. Not limited to a

contextualised snapshot. (Farrall, 2006).

Studies are resource intensive, and due
to the length there can be challenges in
securing ongoing funding (Farrall,
2006; Holland et al., 2006)

Can offer a more in-depth picture to
help understand how and why things
happen as they do (Molloy and Ritchie,
2000; Thomson et al., 2003). This
makes it possible to explore how social
problems became individual troubles
(Farrall, 2006). More time is available
for ideas to ‘come about’, develop and
emerge. (Hermanowicz, 2013)

Change can take time to emerge which
means that some studies will need to be
conducted over a long period of time.
Challenge of knowing when it is
appropriate to start making
interpretations of the data. (Farrall,
2006; Holland et al., 2004; Thomson et
al., 2003)

Studies generate a lot of data — can
analyse data cross-sectionally,
longitudinally, and cross-sectionally
over time. Allows for innovative
methods of data analysis. Can make
comparison across a range of factors.
(Yates, 2003; Holland et al., 2006,
Thomson et al., 2003))

Studies generate a lot of data as data is
collected over multiple waves. This can
prove overwhelming and complex to
analyse. Cross-sectional analysis can
compromise the integrity of individual
narratives. (Yates, 2003, Thomson et
al., 2003)

A flexible approach which allows for
changes to be made to the questions
being investigated as the study
progresses. (Holland et al., 2006)

Challenge of maintaining the
commitment of participants (Thomson
et al., 2003). Sullivan et al. (1996)
identify this as one of the most daunting
challenges of conducting a longitudinal
study.

Working with the same participants
over a period of time can establish a

By having the same research team,
there can be a loss of objectivity and
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trusting relationship with them, leading | accumulation of a partial perspective.
to more thorough and honest accounts (Farrall, 2006)

of the participants experiences (Holland
et al., 2006)

Researcher effect on outcomes through
working with the participants over a
long period of time (Yates and McLeod,
1996; Thomson et al., 2003)
Confidentiality challenges when
reporting findings (Holland, 2006)
Possibility of respondent fatigue when
asking them to respond to similar
questions over multiple waves and
multiple years (Farrall, 2006)

Strengths and weakness of LQS for Transition Studies

One of the main strengths of LQS, particularly with regards to transition, is the
ability to be able to follow the participants experience as it happens, rather than
asking them to recall events from the past. Additionally, it also allows the researcher
to have a more complete picture of the participant’s transition experience, and to
understand how their previous experiences may have impacted upon eventual
outcomes. For example, in the case of young people with VI, it could be expected
that their educational experiences (particularly with regards to an additional
curriculum) will affect how prepared they are for participating in HE. Asking the
participants questions about their educational experiences over the duration of the

longitudinal study gives more comprehensive data to draw upon.

There are also some challenges in conducting LQS. In the case of this study the main
challenge has been maintaining funding to continue the research. This is of particular
importance when following the transition experience of young people as their lives
are changing so rapidly that a gap in funding can mean important events are missed.
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A further challenge has been the volume of data which has been collected (something
which literature indicates is a challenge for many researchers conducting LQS),
having sufficient resources and time to be able to explore the data both cross-
sectionally and longitudinally, and the time to be able to disseminate key findings in

the most appropriate way.

When tracking the experiences of the participants into HE, it quickly became
apparent that this transition was going to be particularly challenging for many of the
young people and that this was an important transition to investigate in detail.
Therefore, one of the main advantages of this doctoral study has been the opportunity
to focus on their transition journeys in more depth, whilst also being able to draw on

contextual data collected during their time in school.

Despite the inevitable challenge of maintaining funding for the research, the
Longitudinal Transitions Study has benefited from having a consistent research team
throughout the project. This has been particularly beneficial as the young people
have became far more comfortable in expressing their opinions over time, especially
when recounting challenging experiences. However, as Farrall (2006) observed,
while there are significant benefits in maintaining the same research team, this can
also result in the loss of objectivity and the focus of the investigation becoming too
narrows. In the case of the Longitudinal Transitions Study, having a large and
dynamic steering group has been particularly helpful in broadening the perspective of

the research team. Similarly, whilst it has been challenging attracting funding to
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continue the study, the study has undoubtedly benefited from the rigorous process of

applying for competitive funding.

4.2.4. RETENTION AND ENGAGEMENT OF PARTICIPANTS

Central to the success of a LQS is the retention and engagement of its participants.
High levels of attrition can lead to bias in the study’s findings (Sullivan et al., 1996;
Davis et al., 2002), particularly as qualitative studies tend to be based around smaller
sample sizes (Hermanowicz, 2013). Hermanowicz also argued that whilst LQS can
elicit more detailed accounts of the participant’s experiences as the participant-
researcher relationship has a chance to develop over time; such benefits are lost in
the event of participant attrition. Maintaining contact with participants was identified
as one of the ‘most intimidating and difficult obstacles’ in conducting LQS by
Sullivan et al. (1996) who suggested that there is a gap in literature in which
researchers share the strategies that they have used successfully or otherwise in
retaining research participants. Taylor (2009) who conducted a LQS with young
people noted that it is inevitable that there will be challenges to retaining youths in
longitudinal studies due to the vast changes happening at that stage in their lives. To
overcome these challenges she outlined a comprehensive strategy for engaging and
retaining teenage participants in a LQS. Below | present some strategies suggested
by Taylor and other researchers who have conducted LQS. These strategies can be
divided into two categories — (i) practical steps which can be taken by the research
team to help engage and maintain contact with participants and (ii) establishing an

underlying approach to the research which enhances participant engagement.
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Practical steps to engage and retain participants

Several researchers (e.g. Taylor, 2009; Sullivan et al., 1996) found that it is
important to establish multiple ways of communicating with the participant at the
time of recruitment, such as a telephone number, home address and the contact
details of their wider network. It was also suggested that participants should be
contacted regularly to remind them of the research and to keep an up to date record

of where they are and the best time at which to contact the participant.

As well as communicating with participants prior to new periods of data collection
researchers found that it is helpful to maintain regular contact by keeping participants
updated on the research through other forms of communication such as Christmas
cards, newsletters and a project website (Sullivan et al., 1996; Thomson et al., 2003).
In the event of a participant being difficult to reach, Sullivan et al. (1996)
emphasised that it is important to make multiple attempts to re-establish
communication with that participant and found that this sometimes requires multiple
attempts. Thomson and Holland (2003) expressed how important it is to value each
individual’s contribution to the research, and to use different strategies to reconnect
with that individual. They also recognised that this requires commitment from the
research team and found that whilst participants may have declined to participate in
one wave of data collection, they may take the opportunity to re-join the longitudinal

study at a later date.

Another important strategy identified was providing compensation for time, for

example by giving participants a voucher (Taylor, 2009; Sullivan et al., 1996),
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although Hermanowicz (2013) stressed the importance of participants being
informed that accepting compensation does not affect their ability to later withdraw
from the study. Finally, Sullivan et al. (1996) recommended that the procedures used
for retaining participants should be written down in a Retention Plan which should
then be evaluated over the course of the study, and the necessary resources should be

put in place to fulfil the content of this plan.

Establishing an underlying approach which engages the participants

As well as identifying practical ways in which to maintain contact with participants
in a LQS, researchers have also identified ways in which the underlying approach of
the study can help engage the participants, and ensure they remain committed to the
research. Firstly, it was found important to establish the trust of the participant, and
maintain their confidence (Taylor, 2009; Sullivan et al., 1996). An important starting
place for this is by being clear to participants what the study is about and what you
require of them if they participate. Once working with the participant it is also
important to build a rapport with them. Example strategies include taking an interest
in the participants as individuals (Hermanowicz, 2013) and maintaining the same
research team so that the participant and researcher have the opportunity to get to
know one another (Thomson and Holland, 2003; Holland et al., 2006). As identified
by Denzin (2001), it is important to always recognise the contribution of the
individual and not take their participation for granted. In qualitative social research it
Is common for participants to share stories of difficult experiences which they have
faced which can make them vulnerable and Taylor (2009) reminded researchers that

it is important to treat such stories with sensitivity. Taylor also found that
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participants in longitudinal research will engage more if the interview schedules are
less structured giving them more opportunity to share what is important to them,
while Holland et al. (2006) suggested it is beneficial to use personalised interview
schedules which build upon previous conversations. Finally, Thomson and Holland
(2003) found that it was helpful to allow the participant to talk about the impact that

the research had had upon them.

4.2.5. ETHICAL CONSIDERSATIONS

Research literature has highlighted a number of ethical considerations to give when
conducting LQS, and in particular studies with younger people. Farrall (2006)
suggested that the ethical concerns are the same with other qualitative research
studies, but in the case of LQS these concerns become more substantial due to the

level of engagement between researcher and respondent over a longer period of time.

Holland et al. (2006) through their literature review identified several major concerns
including: continued participant consent; maintaining confidentiality and anonymity;
the potential impact of the research on the participant and the researcher; the impacts
of intervention and distortion of life experience; and problems of closure at the end

of the study. These issues are discussed in more detail below.

Informed consent
When conducting qualitative research it is always important to establish the consent
of those participating and to ensure that they understand fully what they are

consenting to take part in. However, with a LQS this consent process becomes a
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continuous one, rather than a single act at the start of the study, by continuing to
ensure that the participant is still happy to participate in the study (Holland et al.,
2006; Saldana, 2003; France et al. (2000). Saldana 2003 stated that when working
with young people it is important to establish the consent of both the young person
and their parents. Holland et al., 2006 also suggested that it is important to have
ongoing communication with research participants to keep them informed of any
changes to the research studies aims, and also to establish their consent in the event

of secondary data analysis of data collected about them.

Confidentiality

Holland et al. (2006) in their review of LQS highlighted potential problems when
reporting the findings of longitudinal studies over a period of time, as this could lead
to a ‘finger print’ in the participants story which could compromise the
confidentiality of the study. Practically, Saldana (2003) advised that when keeping
data records, effort such be made to keep the information confidential, for example
by assigning ID numbers , removing full names, and by not using participant names
outside of the research team. He also noted that participants require assurance that
the information that they share to the researcher will not be shared, and suggested
that ideally a LQS should ensure continuity of the same researcher talking to the
participant. He also suggested that if this is not possible, then a period of transition

and introduction is required.
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Researcher effect

In their review, Holland et al. (2006) identified that with LQS there is a strong
possibility of the researcher having an effect upon the participant’s experience, as
even the way in which questions are addressed can become a form of intervention.
They described this as ‘a distortion of real life processes’ (p26). For example, | asked
the participants when they were preparing to go into HE whether they had applied for
DSA, in order to ascertain whether it appropriate to ask further questions about their
experience of this. In some cases the participants were unaware that DSA existed,

and in a small number of cases this led to them applying for DSA.

Holland et al. also noted that over time the participant may remain in the study as
they feel obligated to the researcher. They encouraged researchers to ensure that the
researcher-participant relationship does not become exploitive as the study

progresses.

Saldana (2003) argued, however, that it is important for the researcher be aware of
situations where it is appropriate to make some form of deliberate intervention,
noting that whilst this would be a “distortion’ of real life (as also identified by
Holland et al., 2006), sometimes this is the ethical thing to do. Because of the
anticipated likelihood of the research relationship impacting upon the participants’
experiences, Thomson and Holland (2003) suggested this research relationship

should become a subject of focus when studying the research findings.
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Practical considerations

On a practical level, Saldana (2003) suggested that researchers apply for an official
criminal check prior to working with young or vulnerable participants. In the UK this
is known as a Disclosure and Barring Service check. He also suggested that when
conducting a LQS it is important to continue to apply for ethical approval throughout

the duration of the study.

The approach taken to addressing all of these points within the design of the

Longitudinal Transitions Study is outlined in Section 4.4.

4.3. CASE STUDIES

Berg (2009) identified several different interpretations amongst social scientists of
what exactly a case study is. Thomas (2011a) compared various definitions of ‘case
study’ to hone in on its most important features, from which he derived his own

definition:

Case studies are analyses of persons, events, decisions, periods, projects,
policies, institutions, or other systems that are studied holistically by one or
other methods. The case that is the subject of the inquiry will be an instance
of a case of phenomena that provides an analytical frame — an object — within
which the study is conducted and which the case illuminates and explicates.

(p513)
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Thomas emphasised that case studies should not be viewed as a methodological
choice - rather it acts as a focus. Therefore, if we choose to study the ‘case’ this acts
as a design frame to which we may apply different research methods (and often
multiple methods). For example in the case of this research study, this involved
applying a case study as a design frame, whilst using repeated semi-structured
interviews and shadowing as the research method as part of a longitudinal qualitative
study. Robson (2011) also adhered to this understanding of case study, but described

it as a ‘strategy’.

Thomas (2011b) also argued that a case study should be viewed as consisting of two
components: the subject (the unit being observed) and the analytical frame or object
(what exactly is being investigated through the subject). Therefore, in the case of this
research study the ‘subjects’ were 7 young people with VI who took part in the case
study work, and the analytical frame under investigation was their transition

experience into HE.

Citing Ragin (1992), Thomas also highlighted how a case study approach allows the
researcher to observe a ‘complex interaction of many factors in a few cases’.
Similarly Berg (2009) stated that by applying a case study design the researcher may
‘uncover the manifest interaction of significant factors characteristic of this
phenomenon, individual, community or institution’ (p318). This is in keeping with
Bronfenbrenner’s Bioecological Model of Human Development, the theoretical
framework which I have introduced in the previous chapter. Bronfenbrenner argued

that when studying human development we should do so holistically, and not look at
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an individual’s experiences in isolation (e.g. Bronfenbrenner, 2005). By introducing
case studies into the research design | have been able to investigate the transition
experience of the participants from multiple angles, or as Thomas (2011a) described
it, taken ‘a three-dimensional view’. In particular, it has allowed me to understand
the complex interactions which take place between factors in the learner’s immediate

environment, in what Bronfenbrenner refers to as the ‘Mesosystem’.

There are many different types of case study (Thomas, 2011a; Thomas, 2011b; Berg,
2009; Robson, 2011). Robson (2011) identifies some of the main types. Of most
relevance to this study is what he defines as ‘individual case study’- a ‘detailed
account of one person’ which can be used to explore, for example, factors and
process which contribute to outcomes, and building upon this a “set of individual
case studies’ where ‘a small number of individuals with some features in common
are studied’ (p138). However, as Thomas (2011a) and Robson (2011) cautioned, case

studies are not appropriate for generalising research findings across a population.

4.4. OVERVIEW OF RESEARCH DESIGN AND THE

LONGITUDINAL TRANSITIONS STUDY

4.4.1. BACKGROUND TO THE LONGITUDINAL TRANSITIONS STUDY
This section takes the principles outlined in Sections 4.2 and 4.3 and explains how
they were applied to this research study. The Longitudinal Transitions Study was

instigated by UK charity ‘Royal National Institute of Blind People’ (RNIB) who put
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out an invitation to tender. The tender requested that the sponsored study take the
form of a longitudinal study, tracking the experiences of a number of VI young
people through their post-16 transition experience. Researchers from Vision
Impairment Centre for Teaching and Research (VICTAR), University of
Birmingham took RNIB’s research brief and proposed three key objectives of the
project:

1. To track the process of transition for blind and partially sighted young people

from age 14 for five years.
2. To identify the roles of professionals involved.
3. To identify the factors that improve or reduce a young person’s chance of

gaining employment.

This work was to be conducted in the following three key stages:
1. Recruit and survey VI services (Autumn 2009).
2. Through these services, recruit and survey a sample of Year 9 and Year 11
students with VI (Summer 2010).
3. Through conducting follow-up surveys of the sample of students with VI

(Autumn 2010 onwards).

As noted in the introduction, the overall direction of the research was overseen by a
steering group made up of professionals within the field (including representatives
from the voluntary sector, careers advisors, heads of local authority sensory support

services) and young people with VI. This group met twice a year to listen to findings
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and outcomes of the project, and to discuss the implications of these, before making

suggestions of appropriate ways in which to respond.

The project also benefited from a project team, made up of myself (full time
researcher on the study), the principal investigator (Professor Graeme Douglas) and a
research officer from RNIB (Sue Keil). This project team was responsible for making

shorter term plans and decisions.

4.4.2. RESEARCH DESIGN

Figure 6: Research Design of the Longitudinal Transitions Study

CASE STUDIES

Figure 6 provides an overview of the research design used in the Longitudinal
Transitions Study. Participants after being recruited into the study were requested to
provide baseline data through self-completion questionnaires. After the initial
baseline survey the participants were surveyed regularly through semi-structured

interviews as part of the longitudinal design.
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Longitudinal interviews

The original intention was to recruit in excess of 100 participants and adopt a
quantitative approach by collecting data through a series of surveys which could be
analysed using basic summary statistics. However, as fewer participants were
recruited than originally anticipated, this led to the study adopting a mixed methods
approach, with data being collected through semi-structured interviews consisting of

a combination of open and closed questions.

Case studies

While the longitudinal surveys have collected valuable data which has broadened
understanding of the young people’s transition journeys, the research evidence has
also highlighted the complexity of the young people’s experiences. This is
particularly true for participants transitioning into HE where support comes from
many different sources. Although the semi-structured interviews led to a
comprehensive understanding of the challenges faced, guidance from the project
steering group led to a decision to introduce case study work, embedded within the
longitudinal study. The objective of these case studies was to complement the
broader study by taking a holistic perspective of the participant’s experiences, with a
particular focus on how well prepared the young people were for the transition into

HE, and the roles of those supporting them.
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4.4.3. RECRUITMENT, ENGAGEMENT, RETENTION AND ATTRITION

OF THE PARTICIPANTS

Recruitment and an introduction to the participants

The Longitudinal Transition Study commenced in 2009 with the recruitment of 15
Local Authority Sensory Support services, 2 resource bases attached to mainstream
schools and 2 specialist schools from the England Midlands and Wales, who
completed a questionnaire about their service, and their role in providing transition
support to young people with VI (findings presented in Hewett et al. 2010). In 2010
these project partners (the Local Authority services, specialist schools and resource
bases) provided researchers at VICTAR anonymised details of the young people in
school years 9 and 11 who were receiving specialist support in school for their V1.
These project partners provided the research team with the student’s initials, ethnic
origin, details of additional special educational needs, preferred reading format, and
any other information that they thought relevant to the participant’s potential
contribution. Partners were also requested to judge whether the young person could
meet the entry criteria of being able to complete a questionnaire independently. This
entry criteria was used as an indicator of whether longer term an individual could
aspire to work independently. This is important because, as explained in Section 2.3,
a large proportion of children and young people with VI have additional, complex

needs.

Recruitment packs were prepared for 262 participants who met the project inclusion

criteria. The packs contained a letter, information sheet, consent form and a pre-paid
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envelope for both the young person and a parent/guardian. Both consent forms
needed to be returned for participant to be recruited into the project. A number of
steps were taken to try to engage with as many potential participants as possible.
Firstly, the recruitment packs were prepared in the participants’ preferred format,
including Braille copies. Participants who used Braille or large print above font size
pt20 were also supplied with a CD-Rom which contained an electronic and audio
version of the recruitment pack. In a small number of cases the Local Authority
services identified that the participants parents/guardians would require a recruitment
pack in a different language, and therefore arrangements were made for the materials

to be translated into Polish and Urdu.

The recruitment packs were designed to help the participants understand the purpose
of the research and the way in which it was hoped they would be able to contribute.
The information sheets explained to the potential participants how they had been
identified and reassured them that their Local Authority/school had not shared any
confidential information. The information sheets also advised that any data collected

would be kept confidential and no participants would be named in project reports.

The completed recruitment packs were sent to the Local Authorities and schools to
distribute to the potential participants (initials and font size written on the front of the
envelope aided them in matching the correct student with the correct pack). Follow-

up letters were also sent to the students who did not respond to the first invitation.

131



In summer 2012 the decision was made by the research team to go back to the
original services to look to “top-up” the sample of participants. This was because
several of the Year 11 participants had decided to take their Sixth Form/College
courses over three years instead of two, and therefore had moved back a school year,
which meant that the project had naturally transitioned into three cohorts. Further
invitations were sent to young people who had been in Year 10 at the time of initial
recruitment, using the same recruitment method outlined above. This led to six
further participants consenting to taking part in the study. Table 16 provides an
overview of the key characteristics of the 82 young people who have taken part in the
Longitudinal Transitions Study. A further four participants consented to take part in
the study, but never took part in any data collection, and therefore have not been

included.
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Table 16: Overview of the 82 participants who were recruited and completed

baseline questionnaires

Characteristic Total (N) Total (%)
Gender
Male | 37 45%
Female | 45 55%
Ethnic group
White | 70 85%
Black or Black British | 3 4%
Asian or British Asian | 4 5%
Mixed | 2 2%
Unknown | 3 4%
Preferred reading format
Standard to large print (pt 14 and under) | 36 44%
Large print (pt 16+) | 32 39%
Braille/Electronic | 14 17%
Registration type
Blind (severely sight impaired) | 22 27%
Partially sighted (sight impaired) | 23 28%
Registered but type unknown | 2 2%
Unknown | 23 28%
Not registered | 12 15%
Additional Special Educational Needs
Yes | 13 16%
No | 58 71%
Unknown | 11 13%

It is important to note the vast range of VI of the young people who participated in
this study. RNIB (2018) provides an explanation of the different criteria for
registration as having a VI, including an explanation of how an individual might
experience VI through both their level of visual acuity (their central vision and the
vision they use to see detail) and their level of visual field (how much they can see
around the edge of their vision, while looking straight ahead). The two categories of
VIin the UK are ‘severely sight impaired’ (blind) and ‘sight impaired’ (partially
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sighted). Eligibility for these categories depends upon an individual’s visual acuity
and visual field. When interpreting the experiences of the participants it is important
to be mindful of the level of VI that individual has, as this will be an important factor
when considering the challenges that they face and the types of adjustments that they
require. For example some of the participants, although they received specialist
support in school due to their VI, were not eligible for registration and they required
very minimal adjustments outside of school. Other participants met the necessary
criteria to be registered as partially sighted, often requiring enlarged written material
or magnification software on a computer. Finally, some participants met the criteria
for registering as severely sight impaired or blind, and required electronic material
(that they could read using a screen-reader) or braille. This is a rather simplistic but
nevertheless important overview of what can be viewed as a spectrum of VI. Each
person’s circumstance are unique, particularly as some individuals have more than

one eye condition causing their VI or have fluctuating conditions.

In the overview of findings in chapters 6-9, context is given through a description of
the registration type of the participant being discussed and, where relevant, an

overview of the adjustments they require.

Retention and Engagement

At the start of the study, participants were advised that they would be compensated
with a £10 gift voucher after completion of an introductory questionnaire, and for
each additional wave of data collection. The purpose for this voucher was both to

provide an incentive for participation, and also to compensate for the time the young
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people would be investing to the research, in line with guidance given by other
researchers who have conducted longitudinal qualitative studies (e.g. Taylor, 2009;
Sullivan et al., 1996). Over time, the gift vouchers were sent out along with project
newsletters which were designed to inform the participants of recent developments in
the study, such as news on funding, what the project team had been doing with the
research findings, and what the future plans for the study were. The newsletter was
also used as an opportunity to address important topics which had been identified
through the previous wave of interviews. For example, during one wave of data
collection it was found that some of the participants were unaware of some important
changes to a benefit which they were entitled to, and in the following newsletter they
were provided with further information about it. The newsletters were personally
addressed to the participants, and made available to them in their preferred format.
The objective of this was to communicate to them the value of their individual

contribution.

Whilst no formal Retention Plan was written (as is suggested by Sullivan et al.
1996), a consistent process was used to re-establish contact with the participants.
Firstly, 1 used the given telephone numbers (usually a landline number and a
parent/guardians mobile number) to try and make contact with the participant. If
successful | then reminded them of the study, and asked whether they would be
happy to take part and if they were available to conduct another interview. Often the
young person was willing to speak to me at that time, otherwise a mutually
convenient time was arranged. Frequently | spoke with a family member who then

advised me of a suitable time to phone the participant. Where it was not possible to
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contact the participant by their given telephone number, I then used a given email
addresses to contact them to advise that | had been seeking to make contact, and to
request an alternative telephone number to contact them on. If no response was made
to this email (or an email address was not available), a final attempt to contact the
participant was made by sending a letter in their preferred format to their given
address, along with a form to provide their updated contact details and a pre-paid

envelope to return the completed form.

During the interviews which took place in summer 2012 and focused on the
participant’s use of social networking websites and mobile phones, it was established
that almost all of the participants were using the popular social networking website
Facebook. As a result, | decided to set up a Facebook group for the project, to see
whether this would be a helpful way of maintaining contact with the participants and
keeping them engaged in the study. | set up a project-specific profile on Facebook,
and created a private group for the study. During the next round of interviews | asked
the participants if they were interested in joining this group, and whether they would
be happy if | sent an electronic invite. | later reminded the participants of the
Facebook group in a project newsletter, and advised them of how to connect with the
group if they were interested in doing so. The Facebook group has since been used as
a method for alerting the participants to developments in the project, sharing reports,
linking them to dissemination work that they may have interest in, and generally
keeping them engaged in the study and its findings. Facebook has also proved an
extremely valuable tool for making contact with the participants. For example, prior

to each data collection period I have sent the participants a private message
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reminding them of the study, establishing whether they were still willing to take part,
and asking when would be a convenient time to speak with them. This has generally
resulted in very prompt replies and enabled myself and the participant to go back and
forth to establish a suitable time for interview. Additionally some participants used
this as a means for updating me, for example if they had a new phone number or
email address, and even on some occasions to explain to me what had happened
when their phone had run out of battery in the middle of an interview! Not all
participants agreed to connect with the project via Facebook, but nevertheless this
has proved an excellent way of supplementing the existing methods of

communication.

The methods | have used to contact the participants also evolved as the participants
have got older and left compulsory education. For example, after sixth form/college
many participants moved away to university, at which point it became necessary to
communicate with them directly, rather than through their parents/guardians. |
therefore asked the participants if they would be willing to share their mobile phone
number and university email address, to which all but one participant agreed. By also
considering the setting of a participant, this helped determine the time and day of the
week | sought to make contact with an individual. As an example, I have prioritised
contacting students in HE during their holiday periods and participants who went
into employment during weekends and evenings. This strategy has helped maximise
the number of participants | have been able to speak with at each wave of data

collection.
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Extensive consideration was given to how best to communicate to the participants
the value of their individual contribution, and reassure that their unique story was of
interest to us. As well as thanking the participant at the end of each interview, and
encouraging them that what they had shared was interesting and valuable to the
research, | also started the next interview by summarising what they had shared at the
last time at interview, and prepared individualised interview schedules which drew
upon their previous responses. Whilst it has been more time consuming to prepare
these individual interview schedules, it has communicated to the participants that |
have taken note of what they previously shared, as well as avoiding awkward
repetition. | also found that by starting the interview by recapping to the participant
what they had been doing at the time of previous interview, and asking them for an
update, it helped to re-establish rapport between the participant and myself. | chose
to use this time to have more casual conversation with the participants which helped
ease them into the interview and to feel more comfortable before the interview

moved onto more personal (and sometimes difficult) discussions.

Finally, a further significant feature of the research design was adopting a
“participatory approach’ to the study, by following the principles outlined by Duckett

and Pratt (2001). This is outlined extensively in the next section.

Attrition
By spring 2016 (the time of last data collection for inclusion in this thesis), 16 of the
86 participants who had consented to take part in the study were considered to have

withdrawn from the project. Here | consider the time point of withdrawal, the reason
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they gave for withdrawal, and whether there are any noticeable similarities between

those participants who withdrew.

Table 17: Reasons for participant withdraw from the Longitudinal Transitions
Study

Reason given for withdrawal No. of participants

Research team unable to establish contact at the start of the | 4
study for the participant to complete baseline questionnaire
Research team unable to make contact with participant 5
despite using all strategies described
Participant requested to withdraw — no longer interested in 5
participating
Participant requested to withdraw — did not have the timeto | 2
continue participating

Table 17 outlines the various reasons why 16 participants were considered to have
withdrawn from the Longitudinal Study. Only seven of the 16 participants
specifically requested to withdraw — five because they were no longer interested in
participating and two because they felt they no longer had the time to participate. Of
the further nine participants, four participants did not complete the initial baseline
questionnaire (three because they did not provide their contact details when returning
the consent form thus making it impossible to contact them, and one who did not
respond to multiple invitations to do so), and seven participants were considered to
have withdrawn, as it was not possible to make contact with them, despite using all

the methods described earlier in this section.
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Table 18: Date that participant was considered to have withdrawn from

Longitudinal Study

Date

Total (N)

Summer 2010

Autumn 2010

Easter 2012

Autumn 2012

Summer 2012

Summer 2013

Autumn 2013

Total

e I NI

6

Table 18 outlines the dates at which the participants either last participated in, or

specifically asked to withdraw, from the longitudinal study. It is interesting to note

the larger proportion of participants who withdrew from the study in 2012. This

coincides with a funding gap in the study when the research team had limited

resources to maintain contact with the participants.
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Table 19: Overview of participants who requested to withdraw from
Longitudinal Study (N=16)

Characteristic Total Total Total (%)
(N) (%) All
participants

Reading medium

Standard to large print (pt 14 and under) | 6 38% 19%
Large print (pt 16+) | 9 56% 64%
Braille/Electronic | 1 6% 17%

Gender
Male | 9 56% 47%
Female | 7 44% 53%

Ethnic group

White | 12 75% 84%
Black or Black British | 0 0% 3%
Asian or British Asian | 2 19% 7%
Mixed | O 0% 2%
Unknown | 1 6% 3%
Additional Special Educational Needs
Yes | 3 19% 19%
No | 12 75% 76%
Unknown | 1 6% 5%
Achieved 5 GCSE A*-C including Maths
and English?
Yes | 3 38% 63%
No | 5 63% 37%
Unknown | 8 - -

What participant was doing at time of
withdrawal

GCSEs — wanting to go to college | 4 - -

Sixth form — wanting to go into Higher | 3 - -

Education

Sixth form — wanting to go into | 2 - -

Employment

In Higher Education | 2 - -

In Employment | 1 - -

Unknown | 4 - -

Table 19 provides an overview of some key characteristics of the participants who

had withdrawn from the longitudinal study by March 2016, and makes comparisons
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to the characteristics of the overall sample. Registration type is excluded from this
table as this information was not collected before the majority of these participants
withdrew from the study. Whilst it is very important to remember the small sample
sizes being used for comparison, there are two findings of particular note. Firstly,
when compared to the overall sample, proportionally more who use standard to large
print had withdrawn from the study and proportionally less who use braille/electronic
format. Secondly, when compared with the overall sample and also national
averages, a relatively low proportion of the participants who requested to withdraw
from the study achieved 5 A*-C GCSE grades, including Maths and English. It is
very important to note here, however, that this information was only available for

half of the participants who withdrew.

4.4.4. ETHICS AND CONFIDENTIALITY

Ethical approval

Ethical approval was received from University of Birmingham Ethics Committee
prior to the commencement of the study. This ethical approval covered the overall
design of the study and recruitment. Due to the fact that there would be multiple
periods of data collection during the course of the study (and in keeping with
suggestions by Saldana, 2003), it was agreed that the Ethics Committee would be
updated on any further interviews or questionnaires proposed. In these instances,
minor amendment forms were completed which described the new data capture, and

provided supporting documentation (e.g. interview schedules).
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Informed consent

At the time of recruitment, participants were sent information packs containing a
covering letter, information sheet and consent form. The information sheet made it
clear that they were consenting to take part in a longitudinal study (of at the time 5
years) and that they were free to withdraw from the project at any point. The
recruitment packs were reviewed as part of the ethical approval process and
amendments were made in accordance to the reviewer’s comments. Consent forms
were requested from both parents and the young person, asking both parties to
confirm that they had read the accompanying project information sheet. Prior to each
interview, | established whether the participants were still happy to take part in the
research and gave them an opportunity to withdraw, as is suggested in research

literature (Holland et al., 2006; Saldana, 2003; France et al., 2000).

Due to the case studies centring on interviews with key people (associates) involved
in supporting the participants through their transition pathways, additional consent
was obtained from the young people prior to their recruitment into the case study
work. New information packs were prepared which explained what the case study
work would involve, and made it clear that | would not speak to any of their

associates unless they were happy for me to do so.

Confidentiality
All participant data has been stored on the University of Birmingham secure
network, the contents of which are regularly backed up to ensure that files are

protected, within a folder only accessible by the research team. All findings have
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been reported anonymously. One particular concern that I have had when writing up
this thesis (and the Longitudinal Transitions Study findings more broadly) is that due
to the relatively low incidence of VI in young people and the uniqueness of their
experiences, there were strong possibilities of the identification of individual
participants (Holland et al., 2006). To reduce the possibility of this happening, | have
presented findings as collectively as possible, whilst striving not to lose the

individual narrative.

Researcher effect

As identified by Holland et al. (2006), working closely with the same research
participants over a long period of time can lead to a researcher effect. The research
team made the conscious decision to intervene in situations where the participants
were judged to be in unfavourable positions, and likely to benefit from specialist
support or guidance. For example, a small number of the participants in HE were
unaware of Disabled Students’ Allowance, so I provided information to them on
what the fund was and how to apply for it. In some circumstances the participants
were asked whether they would like to be referred for specialist support, and given
the option of whether to accept this or not. Details of referrals were recorded, and
then followed up on during the next interview. Whilst this undoubtedly means that
some participants’ ‘true’ experiences have been distorted, it also gave the
opportunity to observe the participant’s experiences once they received intervention

from specialist services.
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45. PARTICIPATORY RESEARCH

45.1. WHAT IS PARTICIPATORY RESEARCH?

Duckett and Pratt (2001) shared six principles for conducting disability research, and
offered several points of reflection following their own study. These principles
emphasised the importance of undertaking ‘participatory research’, or “research that
includes the active involvement of those who are the subject of the research”
(Government of Canada, 2014). When discussing the guidelines provided by Duckett
and Pratt (2001), Douglas et al. (2012) suggested that one way in which researchers
who conduct research with participants with disabilities could meet these principles,
was through applying the WHO ICF Framework, by using it as a means for removing

barriers to participation.

45.2. PARTICIPATORY RESEARCH AND THE LONGITUDINAL
TRANSITIONS STUDY

Each of the six principles identified by Duckett and Pratt (2001) are outlined below,

along with an explanation of how each principle has been applied in the Longitudinal

Transitions Study.

1. Take into account those who might not naturally want to discuss issues relating to
their VI. It should be acknowledged that some people will be less willing to
participate in research studies, including not wishing to discuss their VI or to be
grouped amongst other VI people. Similarly, individuals may be reluctant to share

any problems that they have faced as a result of their disability. The strength of
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drawing upon the participants of a LQS is that | have been able to work with the
same group of young people for several years, as part of the broader project. This has
enabled me to establish a good relationship, and gain their trust to share with me
their personal experiences — something they may be less willing to do with a less

familiar person.

2. Make research findings more accessible for vision impaired people. One potential
disadvantage of academic research is that the reporting of findings tends to be
focused to an academic audience. Duckett and Pratt reminded researchers that it is
important to share any findings to the community they have been researching.
Throughout the Longitudinal Transitions Study | have ensured that participants have
been updated with any key findings and activity of the study through newsletters and
project updates. On a practical note, these were made available to the participants in
their preferred format. Providing regular communication can help the participants
feel more engaged in the research, and give confidence that their contribution has
significance. The research findings have also informed the content of guidance
material which has been developed for young people with VI as part of the broader

study.

3. Avoid a sense of “power dynamics” by keeping the work informal. Duckett and
colleagues observed a need for equal relationships between researcher and
participant in studies of individuals with VI. However, an equal relationship between
researcher and participant can be hard to establish when the researcher is primarily

responsible for directing the course of the interview, through needing to ensure that

146



the necessary information is obtained, and that the participant’s time is not being
wasted by an unfocussed interview. To keep the researcher-participant relationship as
informal as possible, interviews in the Longitudinal Transitions Study have always
been semi-structured, with opportunity at the end of each interview for the
participant to share anything that they think is important in the context of the study. |
have also sought to demonstrate an interest in them as individual people, for
example, by asking how their holidays had been and how their training with their

sports team was progressing.

4. Recognise the individuality of the participants. There is a danger of grouping
together V1 participants without recognising them as individuals, who have differing
strengths and face different challenges. Individuality has been acknowledged in the
Longitudinal Transitions Study through the decision to conduct detailed case studies
with several of the participants. This has enabled a focus investigation of the

individual’s experience of the world around them.

5. Ensure that the research is practical and relevant to the research subjects.
Duckett and Pratt noted that the participants in their study wanted to be involved in
research that would have an immediate impact upon their lives, including expressing
a preference for ‘action research’. One difficulty with this approach is where there is
limited evidence to base interventions upon. Whilst this research study has not been
able to offer any immediate benefits to VI participants, where possible, some minor
interventions have been made. Examples include referring young people to support

services and providing information about funding options.
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6. Make use of the expertise of vision impaired people. A final guideline was to be
mindful that VI people are the experts in what it is like to live as a VI person, and
that researchers should draw upon their expertise. Throughout this research, the
opinions of other VI students have been sought in a variety of ways, including: on
the steering group committee; piloting questionnaires and attending a student group
established and independently run by VI students which served as a forum to share
and discuss amongst themselves any issues that they were facing as disabled

students.
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4.6. OVERVIEW OF PARTICIPANTS WHO

TRANSITIONED INTO HIGHER EDUCATION

Table 20: Characteristics of the participants who took part in the HE interviews

(N=39)
Characteristics Total (N)
Gender
Male 20
Female 19

Cohort participants recruited into

Year 11 26
Year 10 7
Year 9 6

Registration type

Blind 14
Partially sighted 12
Not registered 5
Participant does not know 4
Information not available 4

Reading format

Standard to large print (pt 14 and under) 9
Large print (pt 16+) 19
Braille/Electronic 11

Academic year they planned to transition into HE

2012 21
2013 8
2014 10

Thirty-nine participants who intended to transition into HE were interviewed about
their experiences, with their experiences being reflected in this thesis. Table 20
provides an overview of some key characteristics of these participants. Of particular

note is the range of severity of VI within the cohort, ranging from participants who
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were able to read standard print, to participants who were reliant on braille/electronic

mediums.

It is also important to note that the participants transitioned into HE at different
times. Whilst the same interview schedules were used with the participants when
monitoring their transition into HE, this has particular relevance to the follow-up
interviews which were conducted with all participants in summer 2015. At this time
some of the participants who started in HE in 2012 had just graduated and therefore
had three years of study to reflect back upon, whereas participants who started in HE

in 2014 only had one years’ experience in HE.

4.7. DATA COLLECTED ON THE PARTICIPANTS’

EXPERIENCES OF HIGHER EDUCATION

4.7.1. LONGITUDINAL DATA COLLECTION

The initial data collection at the start of the broader Longitudinal Transitions Study
took the form of a questionnaire, which was made available to them in their preferred
format including, large print, electronic, and telephone interview if they preferred.
Subsequent data collections took the form of structured and semi-structured
telephone interviews. A rough pattern was followed during the course of the research
which involved a short ‘catch-up’ interview, which typically included questions
relating to the longitudinal/tracking aspect of the study, followed by a longer

interview later in the year which tended to focus on the specific themes of interest (as
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informed by research literature), such as attitudes independence, technology and use
of assistive aids. In keeping with LQS, the participants were regularly interviewed
about their future plans, and the preparations that they had made for pursuing these

plans.

The content of all of the interviews for the Longitudinal Transitions Study have been
informed through a variety means, including:

¢ Investigation of factors identified by existing research literature as having a
significant impact on successful transitions for young people with VI. These
factors aligned strongly with the expanded core curriculum.

e Identification of issues by the participants who were the first to transition into
HE, which were later investigated with the whole cohort. This contributed to
the participatory nature of the study.

e Topics identified by the project team and steering group, drawing on

professional experience and anecdotal evidence.

When developing the interview schedules, | drew on key principles from the WHO
ICF Framework by focusing on the themes of ‘activities’, ‘participation’,
‘impairment’, ‘environmental factors’, ‘barriers’ and ‘facilitators’. Before each
interview schedule was finalised, it was reviewed by the project team and steering
group, and then refined prior to submission to University of Birmingham Ethics

committee.
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4.7.2. USE OF SEMI-STRUCTURED INTERVIEWS

Berg (2009) defines interviews as “a conversation with a purpose (p101), while
Robson (2011) describes the process of interviewing as ‘asking questions and,
hopefully receiving answers from the people you are interviewing’ (p279). For the
purpose of this research I decided to adopt semi-structured interviews. Robson

(2011) defines semi-structured interviews as follows:

“The interviewer has an interview guide that serves as a check list of topics to
be covered and a default wording and order for the questions, but the wording
and order are often substantially modified based on the flow of the interview,
and additional unplanned questions are asked to follow up on what the

interviewee says” (p280).

Personalised interview schedules were prepared in advance of the interviews with the
participants, to incorporate relevant information from previous data collections. This
aided the conversation to progress more naturally, and also communicated to the
participants that | had taken note of the information they had previously shared. By
working with the same group of young people over an extended period of time, good
working relationships were developed. As time progressed the interviews became
more conversational in nature as the young people engaged with the research and
anticipated the type of information I was seeking to obtain. Consequently semi-
structured interviews were considered to be most appropriate as it ensured that the
information being collected remained consistent from interview to interview for

reporting purposes, but also allowed the interviews to remain suitably natural. It also
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allowed for scope to explore individual experiences in more depth which in turn fed

into future interview schedules for the whole cohort.

4.7.3. HE DATA

The interviews with 39 participants who made the transition into HE covered the

following topics.

Initial application to HE

Interviews with participants intending to transition into HE the next academic year

covered the following topics:

Intended destination for the next academic year
Proposed HEI and course

Reasons for applying for the course and institution
Accessibility of the application process

Support received in applying for HE

Applications made for Disabled Students’ Allowance

Communication made with HEI regarding support needs

End of first-year interviews

Extensive interviews were held at the end of the participants first academic year in

HE. These interviews covered the following topics:

Disabled Students’” Allowance
Development of support plans and interaction with the Disability Support

Office
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e Accessing lectures and learning materials
e Accessing examinations and other assessed work
e Independent living

e General life in HE

Follow-up interviews
Follow-up interviews were conducted with all of the participants who had been in
HE, to investigate some of the emerging findings from the research. All of these
interviews took place in 2015, regardless of the stage of courses that the participant
was at. These interviews covered the following topics:

e Disabled Students’ Allowance

e Support provided by HEI

e Mobility support, independent living and adult services
The interview schedules used may be found in the Appendix. Table 21 provides a
summary of the number and type of interviews which were conducted which relate to

the transition into HE.

Table 21: Overview of interviews conducted

Type of interview Total (N)
Initial application 39
End of first academic year 31
Follow-up interview 24
Total 94
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4.7.4. CASE STUDIES: PARTICIPANTS IN HIGHER EDUCATION

Case study work (as introduced in 4.4.2) commenced in autumn 2013 with the
recruitment of a small number of the participants across four different pathways: (i)
HE; (ii) Employment/Apprenticeships; (iii) Not in employment, education or training
(NEET), and (iv) Preparing for transition from sixth form/FE college. Potential HE
case study participants were identified through earlier interviews, designed to reflect
a range of characteristics (degree of VI, type of school previously attended, type of
course chosen in HE and type of HEI chosen). | also chose to approach participants
who had been particularly engaged at earlier stages of the research study. Whilst this
had potential to cause some bias in the findings, | believed this important as | was
conscious of potential interviewee fatigue. All but one of the participants |
approached consented to take part in the case study work. In this sub section I focus

on the case studies of the participants already in HE.

Table 22: Overview of case study interviews/data collected: participants in

Higher Education

Type of interview/data collection Total (N)
Participant in-depth interview 5
Participant shadowing record 5
Participant shadowing follow up interview 5
Parents/Carers 4
Tutor/Department representative 5
Disability Support Office 5
Mobility officer 1

Total 30

Participant shadowing record
An important part of the case study work involved ‘shadowing’ the participants
around a typical day in HE. Bartkowiak-Theron and Sappey (2012) have defined

shadowing as ““a particular observation technique used in qualitative research which
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allows researchers to gain first-hand insight into how functions are fulfilled in a
given group in society or perhaps at the level of the day-to-day operations and

logistics of a particular role” (p7).

This mirrored the approach used by Hall and Tinklin (1998) in their study into the
experiences of students with disabilities in Scotland. In reflecting on their experience
of shadowing, Hall and Tinklin concluded that it had been an extremely helpful
process, allowing them to make observations of events which the young person
might not necessarily have shared themselves, due to it being their everyday

experience, allowing them to observe first-hand the barriers their participants faced.

It was incredibly valuable to be able to make first-hand observations that the
participant themselves might not have been able to make due to their VI. For
example, | observed a class register being passed around, but unbeknown to the
participant, they were missed out by other classmates who made the assumption that
she would not be able to complete it, but did not offer to help find her name on the
list. Since completing the case study work | have also found that some of my most
fruitful and honest interviews have been with the participants who took part in the

case study work.

McDonald (2005) published what she identified to be the first paper which outlined
shadowing as a qualitative research method. She noted several important principles
that should be followed by researchers when shadowing an individual; all of which

were adopted during my own research visits. These were:
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(i) To ask questions to the individual being shadowed to ensure an ongoing
commentary

(i)  To write a continuous set of field notes

(ili)  To end the shadowing period with a ‘rich, dense and comprehensive data

set

(iv)  To treat the data set as any other qualitative data

McDonald noted that shadowing data tends to be more detailed than other qualitative
approaches and has the advantage of enabling the researcher to make observations
first-hand, overcoming any challenges that the participant may have in describing
their experience. McDonald also noted some challenges of using shadowing as a
research method, which proved relevant to my experience. Firstly, there are potential
challenges of ‘access-negotiation” — i.e. obtaining approval from all relevant bodies.
In the case of this study, this meant obtaining consent from the participant, the
participant’s head of department and the various staff leading teaching sessions that
the participants were attending. This was a time-consuming process, particularly as
consent forms needed to be completed by all parties. Secondly, McDonald identified
the potential of an observer effect, whereby the researchers presence influences the
interactions that they are seeking to observe. Hall and Tinklin (1998) noted that their
presence at times felt unnatural, leading to concerns that this would have impacted
upon the observations. The participants | shadowed commented that because | was a
similar age to their note-takers, their peers seemed to made the assumption that | was
there in the same or similar capacity. One lecturer did speak with me after their

lecture to express her frustration at the difficulties that the participant was
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experiencing (but the participant later shared that she did not feel she was treated any
differently in that lecture than they were in the average lecture). A further lecturer
who had been informed of the purpose of my visit still handed the participant a
worksheet in an inaccessible format, despite her having an agreed format noted on a

student support agreement!

As explained above, permission was obtained in advance from participants and
lecturers to attend teaching sessions. In one case where this was not possible due to
limited space in the lecture room, the participant was requested to complete a diary to
record key events that had taken place that day. This corresponded with the template
diary | used when taking observations during shadowing visits. Figure 7 below

shows the different headings used.

Figure 7: Headings used for participant diary

Time Details of | Any equipment Any assistance | Detailed notes
activity used (specialist or | received (including
otherwise) relevant
background
information)

It was possible to shadow four of the five case study participants during a typical day
on their course. This data collection took place between November 2013 and
February 2014. Following each day of shadowing, a short interview was conducted
with each participant to clarify any matters of confusion, and also to request further

relevant background information.
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Participant interviews
Interviews took place with all participants following the shadowing work. These
covered the following topics:
e Preparedness for the transition into HE (academically, socially, living
independently)
e Expectations and actualities of support (support provided by disability
support office, support provided by department, access to exams)
e Details of specific support (Disabled Students” Allowance (DSA), use of
specialist equipment, accessing the library and other resources)
e Long term expectations (career ambitions, Access to Work, specialist advice

through the careers service)

Interviews with associates

Participants were asked to identify key people (or ‘associates’) who had had an
influence on their transition experience into HE. Upon agreement from the
participants, associates were sent recruitment packs to give them further information
about the study and to ask whether they would be happy to take part in telephone
interviews. The recruited associates were asked a series of questions which largely

mirrored interviews with the participants, and covered the following topics:

Parents/carers
e Background family information (composition of household, household
occupations, whether others in family have a VI, background of

son/daughters condition).
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e Preparedness of young person before going into HE (support received
through school/college, support through sensory support service, statutory
transition planning, careers education and guidance, independent living,
support provided to young person by themselves and other family members).

e Expectations and actualities of support received (initial contact with the HEI
and discussion of support, support received through disability support office,
support received through department, support available in accommodation).

e Specific issues relating to HE (researching and visiting universities/HEIs,
application process through UCAS, application process to Student Finance
and Disabled Students’ Allowance, support and information available to
parents).

e Future plans of son/daughter (career ambitions, Access to Work and where

they see their son/daughter in ten years’ time).

Tutor/department representative

e Background information (their role and experience, knowledge of Special
Educational Needs and Disability Act (2001) and the Equality Act, whether
the department has supported anyone with a VI in recent years, department’s
experience in providing support for students with disabilities).

e Preparedness (notice received that the young person would be on the course,
preparedness of the young person for life in HE, preparedness of the
department, evaluation of young persons’ transition into HE).

e Expectations and actualities of support received by young person

(expectations of support from young person and the disability support office,
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negotiation of support agreements, procedures that the department follows in

terms of providing support, reality of support received, exam arrangements).

Disability Support Officer (DS Officer)

e Background information (role and experience in the field, departmental
written policies, structure of the service, services that they provide as a DS
Officer, staffing, evaluation of the general accessibility of the HEI)

e Preparedness of the young person before going into HE (academic transition,
skills and knowledge of assistive technology and other low vision aids,
independent living, self-advocacy, their broader experience of VI students
coming to HE)

e Expectations and actualities of support received (expectations of the young
person, agreed support, working relationship between disability support
office and the participant’s department, exam arrangements)

e Disabled Students” Allowance (professional experience of DSA, participant’s

experience of DSA)

Mobility officer
e Background information (role and experience in the field, training received)
e Mobility training and DSA
e Mobility training and Social Services
e General accessibility of HEI

e Mobility skills of students with VI
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4.7.5. CASE STUDIES: PARTICIPANTS AT SIXTH FORM/COLLEGE AND

PREPARING TO TRANSITION INTO HIGHER EDUCATION

Interviews with participants in sixth form/college

Additional case studies were conducted with two students who were in their last year

of sixth form/college. These case studies provided an opportunity to obtain a more

comprehensive overview of the support that they received when applying for HE,

and the preparations that were made prior to them starting HE, specifically in relation

to their VI.

Table 23: Overview of case study interviews/data collected: participants

preparing for HE

Type of interview

Total (N)

Participant interview 1

Participant interview 2

Participant interview 3

Participant interview 4

Parent/carer

Tutor

Specialist VI teacher (QTVI)

RINNEFEINNIDN

Participants were interviewed at regular interviews throughout their final year in

Sixth Form/FE. These interviews corresponded with the following key times:

e Completion of their course application forms.

o After receipt of offers from HE providers.

e After receipt of exam results and immediately prior to starting in HE.
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Only one of the participants was still receiving support from their Local Authority VI

service, and therefore it was only possible to speak with one QTVI. Interviews with

associates covered a range of topics, as summarised below.

Interviews with parents/carers

Background information (relationship to participant, history of VI in family,
background of son/daughters VI (e.g. initial diagnosis, experiences whilst in
school)).

Preparedness of young person to make the next transition (support received
and provided, transition planning, independent living skills).

Specific issues relating to HE (researching universities, application process,
Student Finance and DSA, support and information available to parents).
Son/daughters future plans (career ambitions, where see son/daughter in ten

years’ time).

Interviews with specialist teachers (QTVI)

Background information (background to Local Authority and support
offered).

Preparedness of young person for next transition (academic transition, skills
and knowledge of assistive technology and aids, independent living, self-
advocacy).

Expectations and actualities of support in preparation for transition (role of
the QTVI in transition planning, engagement by young person of services,

performance and outcomes of various transition services).
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e Specific issues relating to HE (self-advocacy, researching universities, DSA,

support negotiation).

Interviews with school tutor

e Background information (role, relationship to participant, experience of
support students with VI or other disabilities).

e Preparedness of young person for next transition (academic transition,
working independently, skills and knowledge of assistive technology and
aids).

e Support in preparation for transition (researching and applying for HE, DSA,

negotiating support at university).

4.8. DATA ANALYSIS

4.8.1. THEMATIC ANALYSIS

In this section | provide an outline of ‘thematic analysis’; the primary approach for
data analysis used in this thesis. | provide justifications for using thematic analysis,
consider some of its advantages over other methods, and outline the criticisms which
are made about it. Braun and Clarke (2006) defined thematic analysis as “a method
for identifying, analysing, and reporting patterns (themes) within data” (p79). King
(1998) alternatively referred to this approach as ‘template analysis’; a title which
reflects how this approach involves producing a template of codes which represent
themes that are identifiable in the data. Robson (2011) viewed thematic analysis as a

“flexible” and “generic approach to the analysis of qualitative data” (p467).
164



Justifications for using thematic analysis

It is important when considering which qualitative data analysis approach to use, to
look at the type of data that has been collected, as well as any ideas that may already
been generated by the researcher during the data collection process. For example, an
alternative qualitative data analysis approach commonly used in social research is
‘grounded theory’. In grounded theory themes are seen to emerge from the data as
the researcher studies it, rather than being drawn from literature that the researcher
may have previously read or ideas that the researcher may already have formed.
However, this approach seemed inappropriate in this study as some of the data
presented within the thesis had already been analysed as part of the broader study.
This meant that | already had strong ideas of what were likely to be important themes
within the data, which in turn had influenced the development of the semi-structured

interview schedules | used.

It was important, therefore, to choose a data analysis approach compatible with this
prior-formation of ideas. Thematic analysis, as described by King (1998), is a
technique which takes advantage of such an approach to qualitative research, as it
allows the researcher to commence the initial coding of data with an existing
template of codes. This template will be pre-determined and can be based on, for

example, initial research questions or previously identified themes.
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Advantages over other methods

Braun and Clarke (2006) observed that one of the main benefits of thematic analysis
is its flexibility, and the fact that it is not “tied to...a particular theoretical or
epistemological position” (p78), unlike other qualitative analysis techniques such as
grounded theory or discourse analysis. They concluded that “through its theoretical
freedom, thematic analysis provides a flexible and useful research tool, which can
potentially provide a rich and detailed, yet complex account of data” (p78). This is
echoed by King (1998) who saw the flexibility of the approach as being its primary
advantage. He also identified benefits of the researcher utilising a structured
approach when handling data which in turn is beneficial when communicating the
themes identified, due the transparent process. King also suggested that a thematic
approach to analysis may be used for any type of textual data. This is particularly
beneficial in the case of this research which has collected information through semi-

structured interviews, shadowing and observational diaries.

Guidance for conducting thematic analysis
Several authors have provided guidance of how to conduct thematic analysis, in the
form of ‘step-by-step guides’ and specific advice for individual steps. Whilst each
guide differs slightly, drawing upon various sources (King 1998, Basit 2003, Braun
and Clarke 2006, and Robson 2011) the generally recommended approach can be
summarised as follows:
1. Become familiar with the data — this includes reading through the data
collected multiple times, and starting to make notes about possible patterns

and potential codes.
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2. Start producing a list of initial codes.

3. Taking these initial codes, start looking for themes within these codes.
Consider hierarchies, in terms of broader themes and sub themes. Start
developing a thematic map.

4. Review the themes, ensuring that they are representative of the data, refining
where necessary.

5. Give the themes that have been derived formal definitions, ensuring that you
are clear what each theme represents.

6. Write up the final analysis.

Whilst the approach described by King (1998) largely follows the same guidelines,
he gives more focus to the development of a template. Instead he recommends
starting the analysis by developing an initial template of codes. These codes form the
basis of the initial research questions and existing theory. The template should then
be verified by an expert in the field, before commencing the coding of data. Just as
with the approach described above, the researcher should then ‘test out’ this
template, modifying and developing it accordingly, to ensure that it is as

representative of the data and the research questions as possible.

Tools for data analysis

Basit (2003) examined different practical methods for carrying out qualitative data
analysis, by comparing and contrasting manual and electronic approaches, and
provided guidance for how to undertake qualitative analysis (as discussed above).

Throughout the paper, Basit emphasised what a demanding process qualitative
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analysis can be, saying: “it is, indeed, an all-encompassing activity that continues
throughout the life of the project” (p145). It is not surprising, therefore, that Basit
recommends that if a researcher has large quantities of qualitative data to manage (as
was true of this study) that specialist electronic analysis tools such as NVivo are used

to facilitate the process.

Criticisms of thematic analysis

A number of criticisms have been made of thematic analysis, although with
acknowledgement that many of the perceived limitations relate to researchers not
applying the method appropriately, rather than specific limitations of the approach
itself. For example, King (1998) suggested that one weaknesses of this approach is
the limited use of literature to help direct the researcher. He also identified a potential
danger in the researcher either making the analysis too simplistic or too complex to

be manageable.

Braun and Clarke (2006) provided a list of five potential ‘pitfalls’ that a researcher
may make when carrying out thematic analysis.
1. Not actually analysing the data — rather than just grouping the data, it is
important to also have made sense of it.
2. Using data collection questions as the ‘themes’ that are reported — instead it is
important to look for patterns across the data set as a whole.
3. Producing a weak analysis with indistinct themes — instead it is important to

ensure that the themes do not overlap and are definable.
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4. Data not matching the final analysis — essential to ensure that any themes are
substantiated by the data that has been collected.
5. A mismatch between theory and analytical claims, or between research

questions and the form of thematic analysis used.

King (1998) also suggested that by making the analysis too complex, there is a
possibility of making it too ‘over-descriptive and of ‘losing’ individual participants’

voices in the analysis of aggregated themes’ (p133).

4.8.2. OVERVIEW OF APPROACH TO DATA ANALYSIS
In this section | outline the approach | took to analysing the data presented in this

thesis, discussing each stage identified in the ‘step-by-step’ guide in turn.

1) Ensure that you are familiar with the data — this includes reading through the
data collected multiple times, and starting to make notes about possible
patterns and potential codes.

Due to the large number of interviews which were conducted with the participants
over an extended period of time, it was essential that | was as familiar with the data
as possible to be able to manage the vast amount of data collected, and not to become
overwhelmed by it. This was facilitated through me personally conducting all of the
interviews with the participants, and also by me transcribing the interview
recordings. This process allowed me to reflect on the content of the interviews with
the participants and to start considering emerging themes in the data, informed

through both previous analysis of data in the Longitudinal Transitions Study and
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through themes that had emerged during the literature review. For example, this
includes themes such as self-advocacy, independence skills, technology skills and
contribution of the individual. Following the summer 2015 follow up interviews with
the participants, the data collected on the participants HE experiences was
amalgamated into individual files for each participant, which allowed a further

opportunity to review the interview transcripts.

2) Once familiar with the data start producing a list of initial codes.
The individual files for each participant were then imported into an NVivo 10 file. At
this point I commenced reading through the interview transcripts and made
handwritten notes of initial codes. The language that was used during this process
was informed by the WHO ICF Framework, drawing upon central themes and
vocabulary such as ‘impairment’, ‘enablers’, ‘barriers’, and ‘participation’. As the
structure of these initial codes developed I then started making more firm decisions

by creating nodes in NVivo, before proceeding to code the interview transcripts.

3) Taking these initial codes, start looking for themes within these codes.
Consider hierarchies, in terms of broader themes and sub themes. Start
developing a thematic map.

Having conducted the initial coding of the transcripts, I then revisited these codes to
consider the emerging themes and commenced the development of a thematic map.
As discussed earlier, this thematic map drew upon the themes identified as
significant in earlier analysis of the longitudinal study and through literature

(including the themes of the expanded core curriculum). The thematic map also
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applied language taken from the WHO ICF Framework. All of the interview

transcripts were then analysed according to this thematic map.

4) Review the themes, ensuring that they are representative of the data, refining
where necessary.
Having developed the initial thematic map these themes were reviewed by
investigating each individual node in turn to ensure that the content of these nodes
was consistent. The themes identified were also discussed within the research team
and presentations were made of the initial findings at a project steering group and

feedback received.

5) Give the themes that have been derived formal definitions, ensuring that you
are clear what each theme represents.
Drawing upon the feedback received, | then proceeded tofinalise the hierarchy of the
thematic map. This included giving, each theme a written description in the NVivo
database, defining what was represented within that theme. These definitions were

later drawn upon when the writing up the findings.

6) Write up of the first draft of the analysis.
Having completed the analysis, the findings were summarised in a technical report:
Hewett, R., Keil, S., and Douglas, G. (2015b) Experiences of blind and partially
sighted young people as they make the transition into Higher Education, Vision

Impairment Centre for Teaching and Research, University of Birmingham. The
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findings were presented in a chronological format, which aimed to take the reader

through the complex transition journey which the young people had made.

7) Development of the Bioecological Model of Inclusive Higher Education
In Stage 7 | built upon the stage 6 analyses by applying a conceptual model
developed by Anderson et al. (2014) to develop the Bioecological Model of Inclusive
Higher Education. This process involved mapping the different factors identified
during stage 6 within the different systems proposed by Bronfenbrenner (e.g.

Bronfenbrenner, 2005). This model is outlined in detail in chapter 5.

8) Re-analysis of the data through the lens of the Bioecological Model of
Inclusive Higher Education

Finally, using the Bioecological Model of Inclusive Higher Education, I revisited the
themes previously identified through steps 1-6 (and presented in Hewett, Keil, and
Douglas., 2015b) and restructured the thematic map according to the system to which
each theme related - thus creating a new hierarchy of themes. For example, themes
relating to policy were positioned in the Macrosystem (the system outside of the
HEI), whereas themes relating to delivery of teaching were positioned in the
Microsystem (the system surrounding the individual). The outcome of this analysis is
presented in Chapters 6 to 8, and organised by the three research questions. This is

discussed further in the next sub-section.
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4.8.3. REPORTING OF FINDINGS

Chapter 5 presents an overview of the Bioecological Model of Inclusive Higher
Education, which | developed using the findings of Stages 1 to 6 of the analysis.
Chapters 6 to 8 apply this model to answer the three research questions which were
identified following the literature presented in Chapter 2. The findings presented are
illustrated through quotes from the young people and the ‘associates’ who took part
in case study interviews. For each quotation, contextual information is given about
the individual who made the statement, such as their level of VI and their chosen
method(s) for accessing information. The aim of the results chapters is to give a
comprehensive overview of the themes which emerged through the research,
illustrating the complexity of the experiences of students with V1 as they transition
into HE. As the interviews were semi-structured, not all participants were asked the
same questions, meaning that it is not appropriate to quantify the number of
participants who provided a similar response. Instead an indication of the level of
response is given through a description of quantity, for example ‘a small number’ or
‘the majority’. The exception is chapter 8 which includes responses from the
‘Reflection’ interviews which took part in 2015/16. Here, where consistent (and
often closed) questions were asked to the participants, a count is provided of the
responses the participants provided. When reporting upon the findings, care has been

taken to draw upon the language and themes proposed in the WHO ICF Framework.
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5. DEVELOPING A
BIOECOLOGICAL MODEL OF
INCLUSIVE HIGHER
EDUCATION

5.1. INTRODUCTION

When analysing the data collected relating to the experiences of the participants in
HE, | decided to explore the possibility of applying Bronfenbrenner’s model as a lens
through which to view these experiences. There were several advantages identified
for taking such an approach, reflecting evidence identified through the literature
review and the conclusions of the proposed theoretical framework. These include
being able to take into account:

e The complexity of the environment in which a HE student with VI sits,
including the ways in which legislation and government policy can indirectly
impact upon the learner.

e The interactions between the different factors which exist within the learners
environment.

e The contribution which is made by the learner themselves, including their
ability to draw upon the skills and experiences which they have developed
earlier in life.

e The partnership between the learner and institution, as is reflected by

Bronfenbrenner through progressive mutual accommodations.
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This chapter therefore outlines how | applied Bronfenbrenner’s bioecological model
in order to develop the Bioecological Model of Inclusive Higher Education. Section
5.3 describes chronologically the process that students with disabilities typically
follow when making the transition into HE. This outline includes an overview of the
systems the student has to navigate and the different professionals that contribute to
this process. In essence, this was the starting point of the analysis of the data
collected on the experiences of students with VI in HE. This process allowed me to
undertake a structured analysis to identify the key factors which impacted on the
experiences of the students of VI in HE. This analysis drew upon key terms from the
WHO ICF Framework, as noted by Douglas et al (2012), such as impairment,

activity, participation, environmental factors, barriers and enablers.

The next stage of the process involved the application of Bronfenbrenner’s
bioecological model as a template, by plotting the various factors identified as having
a significant impact on the experiences of the participants within this model. This

included specifying which system each factor sits in within the bioecological model.

This process led to me developing the conceptual model which is used throughout
the rest of this thesis: the ‘Bioecological Model of Inclusive Higher Education’.

In Section 5.4 | have provided a detailed description of the different factors found in
the Bioecological Model of Inclusive Higher Education, presented through the
different systems within the bioecological model. I go on in Section 5.5.to explain

how this model can be used as a lens with which to interpret the participants’
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experiences, by not just taking account of their immediate environment, but also their

previous life experiences.

This chapter draws upon the previously published paper Hewett, R., Douglas, G.,
McLinden, M. & Keil, S. (2017) Developing an inclusive learning environment for
students with visual impairment in higher education: progressive mutual
accommodation and learner experiences in the United Kingdom. European Journal of

Special Needs Education, 32, 1, pp89-109.

5.2. JUSTIFICATION FOR THE DEVELOPMENT OF A

BIOECOLOGICAL MODEL OF INCLUSIVE

HIGHER EDUCATION

At the end of Stage 6 of the analysis (as described in Section 4.8.2), | started to
search for a possible conceptual model through which to interpret the findings of the
research. In particular, I sought a model which would allow me to take a holistic
perspective, and through which I could not only evaluate how inclusive an
experience HE was for the participants, but also taking into account both how policy
and legislation can impact upon the student’s experience, and how the student

themselves plays an active role in their learning experience.

As described in Chapter 3, through the application of Bronfenbrenner’s bioecological
model it is possible to view and interpret multi-faceted influences which impact upon

the experiences of an individual. After reviewing other literature that had applied
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Bronfenbrenner’s model, I chose to build upon a conceptual model developed by
Anderson et al. (2014) who applied Bronfenbrenner’s work in order to develop a
‘Bioecological Model of Inclusive Education”. This model was designed by
Anderson and colleagues to act as a framework to assist researchers to unpick the
“complicated, messy and changeable” (p31) environments in which learners sit, by
assisting the researcher to investigate factors in inclusive education (and the
relationships and connections between these factors) and thereby assess three
determinants of inclusive education: participation, achievement and value. Anderson
and colleagues viewed the use of the Bronfenbrenner’s model to be a highly
appropriate means through which to investigate the social construct that is inclusive

education.

After concluding that a Bioecological Model of Inclusive Education would be a
suitable fit for this research problem, I proceeded to re-analyse the data by
identifying factors reported as having an impact upon the participants experience in
HE, before physically mapping these into the different systems into the

Bioecological Model of Inclusive Higher Education.

Tudge et al. (2009) in a review of academic’s use of Bronfenbrenner’s bioecological
model concluded that the theory had often been misused. For example, they
identified papers where researchers had either not applied the full model, or had used
an earlier version of the model. Consequently they advised that anyone wishing to
apply the model should make this apparent to the reader. In the case of this thesis |

have adapted Bronfenbrenner’s later PPCT model (Process-Person-Context-Time) to
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consider the development of a young person with VI from birth through to adulthood
(this is explained in more detail in Chapter 3). I focus on a specific time period in the
individual’s development (their transition from compulsory education through to

HE), but also recognise the importance of the learner’s earlier life experiences within

the model.

5.3. CHRONOLOGY OF THE TRANSITION INTO

HIGHER EDUCATION FOR A STUDENT WITH

DISABILITIES IN THE UK: KEY FACTORS

An important part of the investigation into the experiences of the young people with
VI in HE was obtaining a full understanding of the different processes which young
people with VI have to navigate when making the transition from Sixth Form/FE
college into HE, and the role of the different professionals who facilitated this. This
Is important in order to understand the range of factors which contribute to the
broader experiences of students at a UK HEI. Derived from the research findings, the
figure below summarises the process which UK students with disabilities typically

follow.
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Figure 8: Chronology of the Transition into Higher Education in the UK for

students with disabilities

=
=

Whilst individual institutions systems and policies will vary, the process outlined
was typical of all the participants attending a university. Three of the participants
attended smaller specialist HEIs which were not large enough to have dedicated
disability support departments and therefore their experiences slightly differed, and

arrangements were more ad-hoc.
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Applications for HE courses open in the autumn prior to a course commencing. The
majority of institutions receive applications through a centralised system, the
Universities and Colleges Admissions Service (UCAS). Applicants select a
maximum of five courses they would like to apply for, and provide previous
qualifications, a personal statement and where relevant a declaration of
disability/learning difficulty. HE providers offer open days which can be attended by
prospective students to learn more about courses they are interested in, visit the

university campus/environment and meet academic staff.

Central admission teams manage course applications. On receipt of an application
they review it to ensure the applicant meets the basic course entry requirements,
before sending the application, minus disability/learning difficulty declarations, to
the relevant course admissions tutor. Declarations of disability/learning difficulties
are forwarded to disability support offices who have responsibility for managing the
support services and establishing contact with students who may need support to
access their courses and live independently. Therefore, it is likely that the applicants
department will be unaware of their disability at this stage of the application process,

unless they have declared it in their personal statement or made contact separately.

From the February before autumn entry, Student Finance accepts applications for
financial support. Again, applicants have an opportunity to declare that they have a
disability, which leads to Student Finance (the organisation with responsibility for
funding in HE in the UK) providing the student with information on how to apply for

Disabled Students’ Allowance (DSA). DSA is a non-means tested allowance given to
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students going into HE, in the event that they have a disability, health condition or

specific learning difficulty which will affect them in accessing their chosen course.

UK-based HE students living in England are eligible to apply for DSA if they have a:

o disability,
e long-term health condition,
e mental health condition, or,

e specific learning difficulty such as dyslexia.

They must also:
¢ Dbe an undergraduate or postgraduate student,
e have a condition that affects their ability to study,
e qualify for Student Finance,

e Dbe studying on a course that lasts at least a year.

As an example, for full time students in the academic year 2017-18 the following

funding restrictions applied:

Figure 9: Categories of support for Disabled Student Allowance in 2017-18

printer paper

Category of Examples of what each support category Maximum allowance

support covers for students with VI

Specialist Laptops with screen readers, low vision aids, | £5,358 for the whole

equipment electronic refreshable braille devices course

Non-medical helper | Note-takers, mobility training, assistance in £21,305 a year
practical sessions

General allowance | Photocopying allowance, printer cartridges, £1,790 a year

Source: Student Loans Company (2017)
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In order to apply for DSA, students must complete an application form, and provide
proof of their entitlement (e.g. in the case of students with VI, they must provide a
report or letter from their doctor/consultant). Once eligibility has been established,
the student will be invited to attend an assessment centre where an assessor
establishes the type of support the student will need. Following this assessment the
young person receives a written report detailing the agreed support. This report is
also forwarded to the student’s intended university as it provides guidance on the
support that the institution should be providing and provides important contextual
information to help the institution understand how the student is affected by their

disability.

In the majority of cases, prospective students will receive exam results in the summer
at which point, assuming they achieved the required grades, their place will be
confirmed at the institution. If they do not achieve the required grades, alternative
options include being accepted at a reserve choice university or applying for

remaining course places at HEIs across the UK through the ‘clearing’ system.

Students who have identified as disabled are normally invited by the institutions
disability support office to meet to develop a support plan. This will incorporate both
the content of the student’s DSA assessment, and also the support which the
institution intends to provide as part of their legal responsibilities to make reasonable
adjustments (Equality Act, 2010). Examples of content included in these plans
include descriptions of proposed adjustments in lectures, modifications to learning

material, adjustments to exams and an outline of specific support the student will
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receive such as library assistance and a sighted guide. The plan may also outline the
responsibilities which are given to the student, such as notifying staff if they
experience problems. The student is usually given an opportunity to respond to the
report (which should remain a working document throughout the duration of their
course) before giving their agreement for the report to be passed onto relevant people

across the university, including a representative from their department.

In the majority of cases in this study, the participants shared that an academic
member of staff took responsibility at departmental level for reviewing the document
and sharing it amongst academic and support staff. However, in some cases, for
example when working with students with more severe V1 or courses with high
visual content, this report was supplemented by a meeting between the disability
support office, department, and student. Other relevant parties at HEIs can include
library and transcription staff and accommodation officers who may need to make

adjustments to the student’s living environment.

Advanced action is also required for the provision of support through DSA. This may
include the delivery of equipment through external suppliers, training to use
equipment, the arrangement of mobility training/orientation and the arrangement of
other non-medical support, such as the recruitment of note-takers and research

assistants (normally provided by an external agency).
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5.4. OUTLINING THE BIOECOLOGICAL MODEL OF

INCLUSIVE HIGHER EDUCATION

This extensive description of the chronology of transition into HE demonstrates how
complex the process can be for students with disabilities, who face several additional
stages when compared to their non-disabled peers. The Bioecological Model of
Inclusive Higher Education provides a lens through which to view this process, as
well as a means to incorporate the student’s previous life experiences and to consider
the role of partnership and progressive mutual accommodations between student and
institution. As previously stated, this model draws upon Bronfenbrenner’s
Bioecological Model of Human Development and the applied model by Anderson et

al. (2014),

54.1. MACROSYSTEM
External to the HEI is the Macrosystem. Firstly, here sits the UK Equality Act (2010)
which outlines legal responsibilities of education providers to make reasonable

adjustments. Box 1 summarises these responsibilities:
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Box 1: An overview of the legal responsibility of HE providers to make
reasonable adjustments (adapted from the UK Equality Act 2010)
The responsible body in relation to a course to which this section applies must not
discriminate against a person:
(a) In the arrangements it makes for deciding who is enrolled on the course.
(b) As to the terms on which it offers to enrol the person on the course.
(c) By not accepting the person’s application for enrolment.

The responsible body, the HE provider, must not discriminate against a person
who is enrolled on the course in the services it provides, or offers to provide.

The duty comprises the following three requirements.

1) The first requirement is a requirement, where a provision, criterion or
practice puts a disabled person at a substantial disadvantage in relation, in
comparison with persons who are not disabled, to take reasonable steps to
avoid the disadvantage.

2) The second requirement is a requirement, where a physical feature puts a
disabled person at a substantial disadvantage in comparison with persons
who are not disabled, to take reasonable steps to avoid the disadvantage.
Avoiding a substantial disadvantage includes a reference to: (a) removing
the physical feature in question, (b) altering it, or (c) providing a
reasonable means of avoiding it.

3) The third requirement is a requirement, where a disabled person would, but
for the provision of an auxiliary aid, be put at a substantial disadvantage in
relation to a relevant matter in comparison with persons who are not
disabled, to take such steps as it is reasonable to have to take to provide the
auxiliary aid.

Secondly, within the Macrosystem sit policies which affect the funding available
within HE. For example, government policy determines the nature of support
available through DSA. Of particular relevance, in July 2015 the UK government’s
Department for Business, Innovation and Skills (BIS) launched a consultation
regarding the future of DSA, proposing a new system where HE providers take
greater responsibility (both practically and financially) for the non-medical support
disabled students receive (BIS, 2015). The rationale provided for this proposal was:
(1) that HE providers should take more responsibility for creating inclusive learning

environments by making anticipatory adjustments for students with disabilities, and
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(2) that students with disabilities can and should make greater use of assistive

technology to access their courses.

Thirdly, are societal perceptions towards V1 and disability in general which impact
upon the experiences of students with disabilities in HE. Research evidence
demonstrates that members of society can demonstrate unfavourable attitudes
towards people with disabilities. For example, the British Social Attitudes Survey
(Stanlland, 2011) identified ‘benevolent prejudice’ towards people with disabilities
(p9) and a recent survey by RNIB found that ‘public awareness and attitudes towards

sight loss [were] poor’ (Slade and Edwards, 2015 p10).

5.4.2. EXOSYSTEM

In the Exosystem are the factors which sit outside of the learner’s immediate
environment, but still indirectly impact upon their overall experience. These include
institutional policies towards inclusive education and supporting students with
disabilities and the funding allocated to facilitate this. For example, University of
Manchester publish a statement of equality and diversity on their website which
expresses that they are committed to supporting diversity within the institution,
beyond that required by legislation, and they also describe how these values are
incorporated within the strategic plan (Manchester, 2016). The importance of a
strategic outlook in the inclusion of students with disabilities has been supported by
Equality Challenge Unit who have published a guide on strategic approaches towards
engaging disabled students (May and Felsinger, 2010). ECU stated that these

strategies need to be resourced sufficiently in order for them to be effective, hence in
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the Exosystem also sits the investment institutions make available to facilitate

inclusive educational experiences.

5.4.3. MICROSYSTEM

In the Microsystem are the factors which directly impact the learner. For example,
students apply for HE through the central application system, UCAS. Once accepted
onto a course, the disability support office should coordinate support and advocate on
behalf of students with disabilities. They do this on an individual basis, often by
following guidance provided by a DSA assessor if the student has applied to this
scheme. Welfare tutors have departmental responsibility for students with
disabilities, whilst individual lecturers take responsibility for specific modules,
including delivery of the curriculum and assessments. In lectures and seminars,
students encounter other students and often engage in joint projects and learning
activities. Teaching will be delivered through an institutions infrastructure, which
may include a virtual learning environment and usually an institution library. Support
may be provided by a wide range of staff from both inside and outside the institution.
This could include transcription staff, specialist note-takers, equipment trainers,

examination officers and mobility officers.

54.4, MESOSYSTEM

One strength of the Bioecological Model of Inclusive Higher Education is that it
allows for the interactions between factors, within the Mesosystem. Due to the range
of people and services involved in the transition of students with disabilities into HE,

the interactions which occur between these groups and individuals are highly
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significant. Examples may include the interactions between disability support staff

and lecturers and the students department and library services.

5.4.5. CHRONOSYSTEM

Finally, the Chronosystem represents time and the development of the individual, by
taking into account the experiences that the young person has had prior to
transitioning into HE. As discussed in the literature review in Section 2.7, several
enablers have been identified as significant for improving the transition outcomes of
students with V1. These include self-advocacy skills, mobility skills and skills to
access information independently. These skills are ones which are expected to be
developed by an individual during their time in school, and therefore it could be

expected that the student arrives in HE with these key skills already in place.

54.6. THE LEARNER

At the centre of the model sits the individual, the student with VI, who has their own
unique personal characteristics which can impact upon their experiences in HE
(Tudge et al., 2009; Darling et al., 2007). Each learner will have a unique experience,
influenced by their personal characteristics, with some of these characteristics being
specific to learners with a V1, as will be discussed throughout the rest of this thesis.
Bronfenbrenner and Morris (2007) identify three types of personal characteristics:
demand characteristics; resource characteristics and force characteristics. As an
example, this could include the nature of the students VI (whether they are able to
read print, or if they require some alternative format), whether they have any

additional special educational needs, and whether their condition impacts them
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beyond just their vision (for example, if they are also affected by fatigue). The
learner’s experience may be influenced by the type of school setting they previously
attended (whether they were in mainstream education where they were used to being
around people who do not have a broad understanding of V1, or in a specialist setting
where they may not have had much opportunity to interact with sighted peers).
Finally, their experience may be affected by their underlying confidence (e.g.
confidence to self-advocate when learning materials are not provided in an accessible
format) and resilience (ability to persevere in spite of problems in accessing course

material).

5.5. APPLYING THE MODEL

Figure 10 gives visual representation of the context in which learners with VI in HE
sit. Having drawn upon the findings from the longitudinal interviews to develop the
Bioecological Model of Inclusive Higher Education, this provides a tool to examine
the relationship between the learner and proximal (direct) and distal (indirect)

influences on their development in HE.
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Figure 10: The Bioecological Model of Inclusive Higher Education, applied to

the UK context
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Over the next four chapters, this model is applied as a lens through which to answer
the three research questions identified in Chapter 2. Each chapter is structured around
the five different systems, as originally proposed by Bronfenbrenner, and draws upon
key principles from the WHO ICF Framework, presenting the research using the

themes of impairment, participation, environmental factors, barriers and enablers.
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6. FINDINGS: HOW WELL
SUPPORTED ARE STUDENTS
WITH VISION IMPAIRMENT
INTO HIGHER EDUCATION?

6.1. INTRODUCTION

This chapter focuses on the support which the participants received when they were
preparing to transition into HE, covering the time period from their initial research
into course providers, course applications, course offers, acceptances of place, and
initial entry into HE. Drawing upon the Bioecological Model of Inclusive Higher
Education developed in Chapter 5, the chapter works through each system in turn by
identifying the different factors which had an influence upon the participants’
transition into HE. When considering this transition | take a broad perspective of HE
by looking beyond simply their educational experiences, also taking into account
their experiences of socialising and living independently. For each system | provide
examples of ways in which the participants were well supported through the
transition into HE, and discuss ways in which support could have been improved. |
also consider the interactions between the learner and the different factors which

exist both within and between these systems.

As noted in ‘4.8.3. Reporting of Findings’, as the interviews were semi-structured
and not all participants entered HE at the time, this means that there was some

variation in what was discussed with each participant. Further clarity is given in to
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the responses to specific questions by stating how many participants responded in a

certain way, and how many participants were asked that particular question.

6.2. MACROSYSTEM

In the Macrosystem sit factors outside of the physical environment of the HEI. These
include UK legislation such as the Equality Act, government policies regarding
support for students with disabilities in HE (in particular DSA) and national and local
policies regarding the support of young people with disabilities, particularly relating

to transition support from compulsory education.

6.2.1. LEGISLATION: UK EQUALITY ACT

The UK Equality Act (2010) states that:

The responsible body of an institution to which this section applies must not
discriminate against a person -

(@) in the arrangements it makes for deciding who is offered admission as a
student;

(b) as to the terms on which it offers to admit the person as a student;

(c) by not admitting the person as a student. (Equality Act, 2010. Chapter 15,

p91)

This legislation means that, providing standard admissions criteria are met, HE
providers are not able to discriminate against prospective students based on a range

of factors including race, gender, sexual orientation and disability. Positively, none
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of the participants in the study reported that they felt unable to apply for HE,
apparently viewing study in HE as something which they could aspire as a student
with a disability. However, a small number of participants identified other barriers
towards going to HE, such as the financial implications of increases to student tuition

fees introduced by the UK government in 2012.

Having visited and communicated with HEIs, three participants reported that they
felt that some institutions were more willing to accommodate their disability during
the application process than others. This was also expressed by the parent of one of
the case study participants who explained how as a family they had discounted some

HEIs because of the way in which staff had interacted with her son:

“I thought ‘no, that’s not the university’, because of things that had happened
on the day we had gone on the open day. You know how they sort of
answered his questions and how they were towards him if you like.” (Parent

of student with severe V1)

The Equality Act also requires institutions to make ‘reasonable adjustments’
(Equality Act, Chapter 15, p92) to enable students to participate on their chosen
course. Despite the participants overriding confidence that they would be able to
participate in HE, there was still some hesitation from almost half of the participants
regarding how well HEIs would be able to cater for their V1. Fourteen of the
participants who applied for HE identified factors specifically relating to their VI as a

factor in their final decision between institution and course. This included their
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confidence in whether a particular institution would be able to support a student with
VI, their perceptions of the accessibility of a particular course, and the accessibility
of the HEI environment. For example one participant chose her institution partly due

to the reputation of its disability centre.

“It had a good reputation, and the disability centre is supposed to be good.”

(Sight impaired student making the transition from a mainstream setting)

Positively, when choosing which course and institution to attend, over half of the
participants were able to make their decision based on factors not relating to their V1.
Other factors included course content, the location of the institution, course

reputation and future prospects.

6.2.2. TRANSITION PLANNING FOR YOUNG PEOPLE WITH
DISABILITIES
During the time period at which the study participants were in compulsory education,
transition support for participants with a special educational need was statutory only
until the age of 16. Up until age 16, young people with special educational needs
should have received specialist support to help them prepare for any transition they
intended to make. However, due to statutory transition support ending at age 16, only
a small number of the participants received specialist guidance as they prepared for
HE. Those who did receive specialist support tended to be based in specialist schools
and taught daily by QTVIs. One participant questioned the lack of specialist support

she received, having found that the transition into HE was the most complex so far.
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“...actually the time at which a meeting probably would have been most
helpful would have been in Sixth Form, the transition to university which I
don’t think I had, or if I did I don’t think it was focused on transition” (Sight

impaired student making the transition from a mainstream setting)

Twelve participants recalled receiving specific support for the transition into HE
whilst 14 did not. Very few of the participants who attended mainstream school (and
therefore did not have QTVIs as their class teachers) received specific support in
relation to their VI before making this transition. In contrast, participants in specialist
settings tended to receive advice on completion of their DSA applications and
guidance on the type of support available in HE. None of the participants who took
gap years before going into HE received any specialist guidance when preparing to
go into HE, as by this point they did not have any contact with specialist staff at their

Local Authority.

6.2.3. FUNDING POLICIES

As introduced earlier, the main source of funding of support for students with
disabilities in HE is DSA. This is a non-means tested grant available to UK-based
students and provided by the government (Gov.UK, 2017). Whilst each student is
individually assessed, the process and allocation of support is largely dependent upon
government stipulations. For example, whilst DSA funds various type of support
including equipment, non-medical support and consumables, the amount of funding

available for each category of support is defined by the government. Additionally,
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the government places some restrictions on what exactly can be funded in each

category of support.

BUDGET RESTRICTIONS

Hewett et al. (2017) observed that government policies towards DSA pre-2016 (the
time at which the participants in this study entered HE) were framed around a
medical model of disability, with an emphasis upon making compensation for an
individual’s disability through non-medical support. This is illustrated by the fact
that, for a student with disabilities entering HE in 2015-16, over a three-year course
over £60,000 was available to fund non-medical assistance (such as note-takers and
research assistants), but only £5,212 to fund specialist equipment (such as

accessibility software, scanners and refreshable braille devices).

These funding restrictions had direct implications for a number of participants with
severe VI who were reliant on specialist equipment to participate on their courses.
Ten participants stated that they reached the maximum amount of available funding
for equipment, with consequences such as having to fund additional equipment
themselves, compromising on the range of equipment they received and

compromising on the quality of equipment they were allocated.

“I got everything I needed, minus my braille display, because there wasn’t
really enough money to cover that. I think financially there could have been
more money. I think apart from that it was good.” (Student with severe VI,

uses screen-reader and braille display)
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The support allocation received by a student with disabilities is determined through a
formal needs assessment with a needs assessor. Following this assessment, a report is
drafted by the needs assessor to outline the support package they believe is required.
Subject to approval by Student Finance, the provision of this support is sent out to
tender. One participant cynically suggested this process is based round the funding

body identifying the cheapest possible provider:

“I had an assessment to see what | needed and wanted. And then they send it
off to the council with what you need, and it goes to different people, and
!”

they give it to the best one. I think they give it to the cheapest one really

(Sight impaired, uses magnification)

Regardless of whether this perception is accurate, the responses of the ten
participants who found themselves restricted by the budget limitations of DSA
indicate that there were compromises made to the quality and specification of

computers they were provided.

“On paper probably what DSA do is they get the minimum specs required to
support ZoomText [magnification software]. But in practice that does not
work, it is very unreliable, it keeps crashing, and you can’t use that... it’s just
impossible, it’s not practical, you can’t use that for university.” (Sight

impaired, uses magnification)
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For students reliant on specific assistive technology to follow lectures, access reading
material and complete assignments, such challenges can have a detrimental effect on
their learning experience. For example, one participant’s two-year old laptop

repeatedly failed during the second year of his degree, leaving him struggling to keep

up with his peers:

“It had ups and downs. Most of the downs you could link very directly to
technical issues, I had laptop failure...I had technical issues in all three terms.
The first term it was concerning and worrying...I think the second term was
the more problematic one as it left me days where I didn’t have a laptop...I
ended up significantly, a week or so behind the rest of my class. | was
absolutely going full pelt just to keep up...” (Severely sight impaired, uses a

screen-reader and braille display)

One participant felt restricted by having to identify all the equipment and software
that they might require before starting their course. They did not consider this

realistic having not been in HE before:

“...your needs change through the course, especially with the equipment
budget...with everything else the budget is ongoing, but the equipment
budget is a one-time big pay out. It might be useful to have that, and then a
smaller budget for the next two years in case something comes up” (Severely

sight impaired, uses a screen-reader and braille display)
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Having to make decisions about their equipment allocation for all three years of their
course, before even having started in HE, caused problems for this particular
participant who later found she required an alternative version of her screen reader to

be able to use some specialist statistical software in her second and third years.

“...to run [statistical software] for example, later versions of Jaws [a screen-
reader] deal with it slightly better, and if I were to update my SMA [license],
I could get slightly more usage out of the software” (Severely sight impaired,

uses a screen-reader and braille display)

POLICIES ON MOBILITY SUPPORT

Several participants who received funding for mobility support to be able to learn
routes to get around independently in their new environment also identified problems
due to the restrictions of what DSA was allowed fund. For example, six participants
reported being told that DSA funding was only for routes specific to their course and
therefore they were not taught routes to the recreational and service parts of the

institution:

“I would have liked to have been down to the bus stop, the train station, if |
knew where they were if [ needed them, but [ wasn’t. There’s a laundrette on
the campus, but I don’t know where it is. [ wasn’t shown where any of the
recreational areas are or anything like that.” (Sight impaired, does not use any

mobility aids)
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Similarly, eight participants shared their frustration at not being able to access
mobility support for routes outside of their university environment such as their local

high street.

Researcher: “What kind of things did your mobility training cover?”
Participant: “Just campus. Which is kind of annoying as it means I have been
in [city] a year and don’t know any of [city]” (Severely sight impaired

student, uses a long-cane)

Whilst not specific to their transition into HE, it is interesting to note that participants
who did not have the support to learn to get around independently outside of their
university campus were then reluctant to move into private accommodation for
subsequent years of their course. Speaking about their decision to stay in private

accommodation one participant responded:

“It’s just easier in my opinion. Having a house would have been too stressful,
and 1 would have had to have learned all the layout again, my house in
relation to everything else, in relation to a familiar point of reference.”

(Severely sight impaired, uses a long-cane)

Mobility and orientation support away from the university environment should have

been funded by the Local Authority rather than through DSA. However, interviews

with the participants revealed very few of them were aware of this, and the one
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participant who had tried to access this support found that the Local Authority were

very unwilling to provide this support.

POLICIES TOWARDS MAINSTREAM EQUIPMENT

Under the legislation at the time, DSA was only intended to fund specialist
equipment, such as screen-readers or magnification software, and could not fund
software and equipment that was considered to be ‘mainstream’. Despite this, 17 of
the participants identified ways in which they had benefited from using mainstream
devices with inbuilt accessibility options. A small number of participants (2) were
able to obtain Apple Mac computers having made a clear case to the assessor that
this was their usual means of working. Several participants who believed that they
would benefit from having a tablet computer were unable to obtain one through

DSA.

“...when I was first going into DSA and all that, they were saying that maybe
we could get you a laptop, we wouldn’t be able to get you an iPad or anything
like that. But if it was an on balance thing, the iPad in terms of my vision
impairment and accessing uni, the iPad has made a bigger impact to me, and
made it easier to access things. Although obviously my laptop has been very
useful, if I was to have to choose between the two, the iPad would be a bigger

deal.” (Sight impaired, uses magnification)

Hewett (2015) identifies various ways in which the participants in the Longitudinal

Transitions Study used mainstream devices as assistive tools and as an important
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means for accessing information. This is particularly true of the participants who
have used tablet computers in HE. One benefit noted by the participants was how
portable tablet computers are. They observed that it could be difficult to transport a
laptop, books and equipment to university, and therefore they benefited from having

the tablet as a lighter device instead of a laptop:

“So yeah, the iPad was very much a big help. I would have loved to have
taken my laptop, but I had books to take as well, so taking my books and my
laptop would have just been too heavy, and the fact that | have got stitches in
my eye would have affected that as well”. (Sight impaired, uses

magnification)

A second benefit identified was how helpful tablet computers could be for lectures,

particularly when used to follow lecture slides:

“...with the 1Pad I could zoom in, zoom out, save it and put it on drop box

and all that kind of stuff” (Sight impaired, uses magnification)

Other benefits identified included being able to use apps on tablet computers to read
accessible e-books, and being able to access mobile websites which were generally

considered more accessible:

“You can get things like Kindle books, to read things on my iPad rather than

having the physical books in front of me. And it’s a lot quicker than waiting
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for the publisher, because they can take months” (Sight impaired, uses

magnification)

Interestingly, despite their reluctance to fund mainstream technology, BIS (2015)
identified the benefits of mainstream devices for students with disabilities in HE, but
noted that these devices are common to all students, referencing their legislative
position that it should not be the responsibility of the government to fund such
equipment. This fails to note, however, the ways in which students with VI can use
mainstream devices as assistive tools to access information they could not obtain
otherwise, in much the same way they might use their specialist equipment. This
argument was made by one participant who expressed their frustration at not being

able to purchase a tablet computer through DSA:

“I know a lot of people who have tried to get them through DSA and DSA
haven’t allowed them, because they think that an iPad is used for leisure, but

it’s so not the case.” (Severely sight impaired, uses magnification)

A further participant argued that whilst she had been provided with a laptop as part
of her DSA support allocation, she had actually found the tablet computer she had
purchased more helpful in overcoming barriers she faced in participating on her

course:

“I think it’s just the standard thing that everyone through DSA gets a laptop,

but actually if it was a question of what is more helpful in terms of accessing
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education, an iPad is actually the answer” (Sight impaired, uses

magnification)

Whilst not necessarily all young people with a VI will respond so positively to tablet
computers, this student who reads using large print found that she struggled with
reading small texts and diagrams on lecture presentations, and therefore benefited
from being able to make simple adjustments to magnify the relevant parts on the

PowerPoint slides during lectures.

EVALUATION OF THE APPROPRIATENESS OF DSA
The participants were asked how appropriate they thought the underlying DSA
policies were for a student with a VI. One participant shared her frustrations at

feeling that the assessment process failed to keep the student at the centre.

“The only thing I would change about DSA is the student having a bit more
of arole in what is going on. Sometimes you have the assessor talking to

Student Finance about the person and the student has no idea. It should be a
three way conversation, not a two way conversation.” (Sight impaired, uses

magnification)

Another participant questioned why the financial support allocated towards mobility
around the HEI was grouped together with the practical support she needed for
accessing her course. She viewed mobility as having such significance to her

independence that it should be allocated separately, to reflect its importance:
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“I think there should be a separate pot specifically for mobility so that it
makes it easier. | think it comes out of the non-medical help doesn’t it. And
then you know, because it has to be shared with something else if you use
note-takers or research assistants or whatever else. There is a limit of how
much you can have for your mobility, and then that limits the amount of
mobility that you can have, which in my case has limited everything, my uni

experience as a whole” (Severely sight impaired, uses a long cane)

VALUE OF DSA
Despite having identified many ways in which DSA could be improved for students
with VI, five of the participants (who were concerned of proposed changes to DSA)

highlighted how essential DSA was for them to be able to participate in HE.

“It’s been very, very useful in terms of my equipment and my non-medical
help, because without those things I couldn’t go to university really. I
wouldn’t be able to access my course without this equipment that I got
through DSA because I didn’t have it otherwise. I couldn’t have just bought it
off my own back.” (Severely sight impaired, uses a screen-reader and braille

display)

This sentiment was echoed by another participant when reflecting back on his

experiences, and those of his friends:
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“I would say just keep it as it is, because | haven’t found any issues with it. It
has helped me a lot, so | would say it was important. | know that a lot of
people | have met here, a lot of people are in worse situations with their
disabilities, and they have found it just as helpful.” (Sight impaired, uses

magnification)

Despite all the challenges which were faced by the participants in accessing the
support that they needed through DSA, these reflections emphasise what an
important scheme it is for students with VI to be able to participate in HE. As one

participant stated, she simply would not have been able to go to university without it.

6.3. EXOSYSTEM

In the Exosystem sit factors situated within the institution, but outside of the
learner’s immediate environment. The study identified a range of factors including:
admissions procedures for students with disabilities; policies towards helping
students with disabilities integrate into university life; and policies towards the

provision of additional funding. These are discussed in turn.

6.3.1. ADMISSIONS PROCESS FOR STUDENTS WITH DISABILITIES

APPLICATIONS THROUGH UCAS
When applying for HE in the UK through the ‘University and Colleges Admissions
Service’ the applicant has the opportunity to identify themselves as having a

disability, and specifically as having a V1. All but three of the participants
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confidently recalled having made this declaration, having ticked a box on the UCAS

application form.

“Basically on my application | ticked the box to say you know, I require a

certain amount of disability support” (Sight impaired)

However, one participant who applied after receiving his results through the
‘Clearing’ system could not recall having had the opportunity to declare his VI and

consequently his HEI were unaware of his disability when he started on the course.

PROVISIONS MADE BY HEIs

The experiences of the participants, along with accounts from disability support
officers, demonstrate that often the student’s declaration of disability through UCAS
is a catalyst for the HEI making provisions during the admissions process. This
includes making contact with the student to find out more about their disability and
their support needs. Several participants received accommodations from the
university during the admission process, including receiving promotional material in

an alternative format and having special arrangements made for them for open days.

“Yeah, they did, they did offer sort of advice on how and when to visit them.
Particularly [chosen university], because they contacted me about the
disability thing that they had, and they also told me how to get to the
university, which according to them was by train, and then once I got to [city]

I could take a taxi.” (Sight impaired, uses a long-cane)
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A more common approach, however, was for the HEI, through the disability support
office, to make initial contact with the student to give them more information about
the support available for disabled students, to advise them to apply for DSA, and to

obtain more information from the student.

“I had contact with them before | started the university, that was to talk about
support agreements, and got that set up before | went to university.” (Sight

impaired, uses magnification)

Six participants recalled receiving a form which they were asked to complete to give
more information about their disability, the type of support they had received in

previous settings, and the type of support they hoped to receive through DSA.

“When | applied, they sent me a questionnaire and said what would | need.
What support have I received at school, and would that be appropriate for uni,
and what have | had from disabled student allowance. Following that they
recommended support which was like a scribe in the lecture which I didn’t
really want, and in the end, what we had during Freshers week, they had a
meeting with everybody and then just outlined what they could do.” (Sight

impaired, uses magnification)
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One of the DSO officers emphasised how reliant their systems are on the student
responding to the HEIs initial communication, whilst another DSO expressed his

frustration at not having received a response from some students:

“I mean we have a lot of students who don’t respond to our contacts, we have
a system where we contact them three times [...] We do a lot of pushing to
get them to engage with us, well in time. The ones that don’t actually respond
and engage with us until the end of August when the results come out, are the
ones we really, really struggle to support, because it doesn’t give us another
time. Particularly with visually impaired students.” (Disability Support

Officer)

All of the DSO officers interviewed stated just how important it is that students with
disabilities apply promptly for DSA, demonstrating how HE support systems are
built around the assumption that student with disabilities will arrive with the

necessary equipment and support in place.
“We highlight the importance of applying for a fund called, DSA which is a
key part of the support at any university for a student with a disability”

(Disability Support Officer)

Two of the DSO officers identified how the DSA needs assessment report forms a

basis of the support plan which is put into place for students with disabilities:
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“When any student that has a disability arrives we provide them with an
inclusive learning and support plan, which is basically the information that is

on the DSA assessment report”. (Disability Support Officer)

These findings demonstrate that the practice of HEIs is to make early contact with
students with disabilities, to allow them to have a better understanding of the support
required for the student and to start to put support plans into place. Early contact also
provides opportunities for the student to get a better understanding of the support
structure used, and how this might differ to their Sixth Form or FE college. One of
the DS officers illustrated how important it is for students with disabilities to be

prepared in advance for this change in working practice:

“Critically the role of the student is being at the heart of the support, which is
a big transition issue for a lot of students, especially young students come
from an FE or school background where their support will have been
delivered without their involvement. It tends to be in FE colleges [...] more
of a caring pastoral package, rather than a functional care package by in large
for a lot of students. And they get used to that, and expect that when they get
here, and then don’t get it, and then are basically told that they are
responsible for organising their support in terms of contacting the staff that
work with them, letting them know what their timetables are, that sort of
stuff. And it’s a big ask for a lot of students, and takes them some time to

settle into that.” (Disability Support Officer)
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Nine participants spoke positively about receiving early communication from the

DSO:

“Yeah, the disability department really made [the university] seem attractive,
because they are very, very, very good. Especially compared to other
universities that | saw. Some of them weren’t particularly brilliant, but they
really do seem to know what they are doing, so that’s good.” (Severely sight

impaired, uses magnification)

The amount of time that the DSOs were prepared to invest into the development of
student support plans during the admissions process appeared to vary between HEISs.
For example, one participant explained how the DSO talked extensively with him
about the provisions they could put in place, whilst another participant felt frustrated

that the DSO would only speak with him in hypothet