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“I feel like just shoving everyone in with everyone else
with disabilities is like, you're not looking at someone for
their individual, who they are, and that's all we want.
That's all | feel like you and me, we've ever wanted,
someone to just look at us for exactly who we are and

appreciate all the things we can do.”

Co-researcher Fiona interviewing
a research participant, 05/04/22

(Included with consent)



Abstract

Disabled people and those with long-term health conditions are less likely than the
general population to participate in sport and physical activity. Sport and physical
activity have the potential to transform lives, but existing tools used to evaluate
disabled people’s participation in such occupations are typically inaccessible and not
inclusive of varied ways and means of participation. Consequently, sport and
physical activity programmes struggle to demonstrate impact and ensure future
sustainability. This can perpetuate inequalities in access to sport and physical
activity for disabled people, violating occupational rights and perpetuating
occupational injustice. Injustice is also apparent within traditional research and
evaluation approaches that produce knowledge ‘about’, rather than in collaboration
‘with’, disabled people. This PhD focuses on the Voices for Inclusive Activity
research project, within which an initial seven co-researchers, including five disabled
people and one family carer, worked together to explore more accessible and
inclusive ways of evaluating disabled people’s participation in sport and physical
activity. Co-researchers used principles of co-production to design and implement a
research project involving two categories of participants: funders, providers and
related organisations with interest in disability sport and physical activity; and users
and non-users of disability sport and physical activity. Co-researchers were involved
in all aspects of the research process, from designing research questions and
participant information, to carrying out data collection and elements of data analysis,
determining recommendations, next steps and calling for action. Co-researchers also
worked together to develop accessible forms of dissemination, which have included

co-produced presentations and discussions with interest holders, audio podcasts



and subtitled videocasts. Methodological learnings acknowledge exclusions and
opportunities for innovation in an online participatory action research approach,
congruence between this approach and occupational therapy theory, practice and
occupational justice, and may also offer guidance for the pursuit of participatory

forms of evaluation involving disabled people.
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action research; co-production; occupational justice
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Covid-19 impact statement

When the worldwide Covid-19 pandemic was declared in March 2020, | was in the
first year, six months into this PhD project. The initial scoping exercise had been
completed, and | was in the midst of writing an initial draft of the literature review.
While plans were being made for the recruitment of the steering group of co-
researchers, no recruitment had yet been undertaken. With social distancing
measures in place across the UK, it was not possible to start meeting with potential
co-researchers in person. Some of the people | hoped to work with would have been
included within the group of people most at risk from complications relating to Covid-
19 and had been recommended to remain isolated for a period of 12 weeks. The
whole plan required a re-think. As a result, the group of co-researchers was
established online, and our project was entirely planned and prepared using monthly
online Zoom meetings of two hours each. As will be further explored in Chapter 5,
The Voices for Inclusive Activity project, methods had to be planned for online data
collection. While this project is not the one originally envisaged and with the benefit
of hindsight, aspects would have been handled differently, there have also been
learnings about conducting research in different ways. These are explored within

Chapter 7: Methodological Learning.

In parallel, during this unique time, efforts to address inequalities in sport and
physical activity were being hampered in many ways as Covid-19 had an
unprecedented effect on almost everyone’s way of life. Access to physical activity
was even more restricted than usual for disabled people (Activity Alliance, 2021). For

those not considered clinically vulnerable and able to leave their home, permitted



Viii
forms of exercise were a walk, run, cycle from home (the suggestion of wheeling was
not offered) (GOV UK, 2020). Access to usual facilities, clubs, groups and team
sports, multi-sports, Boccia, swimming and other accessible activities was curtailed.
For those unable to leave their home, suggestions were provided from organisations
using the platform of Sport England’s campaign focused on remaining active within
this space, Join the Movement (Sport England, 2020). However, as an online
platform, this required access to technology and the internet. As highlighted by the
Digital Poverty Alliance, the online world remains particularly inaccessible to disabled

people (Allman, 2022).

Even now, almost five years on from this time, figures from Activity Alliance
demonstrate how the pandemic has resulted in a perceived legacy of reduced
opportunities for disabled people (Activity Alliance, 2024). This is compounded by
the cost of living crisis, which has had a significant impact on disabled people and
39% of disabled people have stated how this has reduced their levels of physical

activity (Veruete-McKay et al., 2023).
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Thesis structure

This thesis describes a Participatory Action Research (PAR) project undertaken with
a steering group of co-researchers who worked together using principles of co-
production to explore accessible and inclusive evaluation of disability sport and

physical activity participation.

i | ¢ Introduction and Context ]

5 | * Literature Review

3 * Conceptual Framework

4 * Methodology

5 * The Voices for Inclusive Activity Research Project
¢ ° Research Findings from Data Collection

7 | * Methodological Learning

g | ° Reflection: Discussion and Conclusions

Separated into eight chapters, Chapter 1 introduces the background and policy
context to the study, and reports how the issue was first identified. Chapter 2 details
the Literature Review and scoping exercise, seeking to explore what evidence exists
to inform the evaluation of disability sport and physical activity from both published
literature and practice. Chapter 3, on the guiding Conceptual Framework, sets the
scene for the collaborative research process. The nature of PAR is explored within
Chapter 4 on Methodology, within which details are shared of how the scoping

exercise led to the building of networks and establishment of a steering group of co-
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researchers. The project undertaken by this group, self-titled Voices for Inclusive
Activity, is outlined within Chapter 5, including the collaborative process of research
planning and participatory approaches to data collection and analysis. Our research
findings are outlined in Chapter 6, while Methodological Learning from our process of
working together is contained within Chapter 7. Finally, Chapter 8 explores the
outcomes of this research including the forming of recommendations, further action
and collaborative dissemination, with an associated discussion. Reflections are
included on the implications for accessible and inclusive evaluation, participatory
approaches to research and the individuals involved in the project. An accessible

summary of this thesis can be found in Appendix 1.

Throughout the thesis, methodological reflections puncture the text, demonstrating
the process of reflexivity undertaken during the project. This thesis recounts a PAR
project with cycles of planning, action and reflection. The writing of this thesis as a
personal account of the process of the research has also included all aspects of
Lewin’s Action Research model (Lewin, 1946), including planning (of the projects, of
sessions), acting (facilitating discussion groups, preparing resources after
discussions, following up on actions), observing (of co-researcher discussion and

interaction) and reflecting (in my reflective field diary).

As an Occupational Therapist, | draw on the theoretical underpinnings of my
profession throughout, including a person’s human rights to engagement in
meaningful occupation, including sport and physical activity. This right to access
occupations without barriers is termed occupational justice, a concept drawn from

social justice that will be further explored in Chapter 3: Conceptual Framework.
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Confidentiality and anonymity

Within this thesis, the four co-researchers who remained with the project for the
duration are identified by their real names, in line with their wishes. Within
participatory research, it is acknowledged that people may wish their experiences
and contributions to be acknowledged (Boddy, 2016). As collaborators in the design
and delivery of this research, their involvement was not subject to ethical approval
and they were provided with the choice on whether they would like to be named
within any dissemination work. All chose to be identifiable, enabling due recognition
of their contribution to the project. The names of the two co-researchers who left the

process after project planning are not named, but their contributions are noted.

The research participants from which we collected data, however, are afforded
anonymity in line with the requirements of institutional ethical standards. As such,
they are identified by pseudonyms. It is also recognised that there can be limits to
anonymity and confidentiality within PAR, particularly when working with high profile
individuals or organisations, as is the case within this research (Boddy, 2016). While
| have attempted to anonymise these contributions, the limits to this were openly

discussed within the relevant interviews.
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The use of I/we personal pronouns
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At points within this thesis where | describe the work I've undertaken solely, | will use

the personal pronoun ‘I'. Elsewhere, when describing collective work undertaken by

co-researchers within discussion groups and as part of the Voices for Inclusive

Activity project, | will switch to using the plural personal pronoun of ‘we’.

Glossary of terms

This thesis includes a variety of terms relating to participatory methodologies,

processes and theoretical concepts, which are explained below.

Action research

This is an umbrella term for a set of collaborative approaches to research, where
researchers work with local interest holders to create knowledge and action for

change (Greenwood and Levin, 2007).

Collaborator

| have deliberately selected to use the terminology of ‘collaborator’ as opposed to
‘gatekeeper’ within this project, to accurately reflect the role | believe was adopted
within this project by the person who supported recruitment of co-researchers and

some participants. The term gatekeeper often has negative associations; a

gatekeeper may limit, prevent or block access to a community as much as facilitate it
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(Henderson, McLean and Kinnear, 2022). Collaborator is a term more representative
of the nature of the supportive and facilitative relationship that the collaborator had
with this project, to understand and meet the requirements for recruitment and

ensure that the people involved were best supported.

Community-Based Participatory Research (CBPR)

A collaborative research approach facilitating partnership between members of a
community, organisations and researchers throughout all aspects of the research

process (Partin, 2006).

Co-production

A broad term that primarily describes a way of working in partnership with interest
holders to design new or different ways of doing things. It can occur in a variety of
contexts, for example designing or improving services, or in the context of co-
produced research, creating knowledge that will benefit the interest holders involved

(McLean et al., 2023).

Co-researcher

Throughout the project and within this thesis, the steering group involved in the
planning and conduct of the Voices for Inclusive Activity project are referred to as co-
researchers, within which | include myself. This is a term present in existing literature
on PAR projects (St. John et al., 2019). When we discussed how to describe
ourselves within this project, co-researchers felt it emphasised the active,
collaborative and cooperative nature of our work together. They are more than

‘participants’, although we use this term for the people who we have engaged within
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our research project. Where participatory research is conducted within health and
social care settings, co-researchers are sometimes described as being ‘patients’ or
‘service users’, but this would not be appropriate in this case as neither of these
descriptors is accurate and there is no need to medicalise their experience within this
project. The use of the term co-researchers has been critiqued by Watson (2020) as
undermining the role of disabled people within the process of participatory research,
but this is where co-researchers were separate to researchers. In this study, we are

all co-researchers (Watson, 2020).

d/Deaf

This format is used when referring to people with hearing loss. People within the
Deaf community (capital D) may see themselves as culturally deaf rather than
disabled. People who are deaf (lower case d) identify with the medical categorisation
of hearing loss, but do not consider themselves part of the Deaf community, and may

not use BSL as their first language, if at all (Shakespeare, 2018).

Disabled people/person

Throughout this thesis | use the terminology ‘disabled people/person’ rather than
‘people/person with a disability’. Although opinions differ, even among co-
researchers within this project (as discussed in section 5.2), | made a conscious
decision for thesis authorship to use the recognised preferred term in the UK,
emphasising through a Social Model lens that a person is disabled by society

(Shakespeare, 2018).



28

Emancipatory research

An alternative, critical approach to undertaking disability research that demands
“transformation of the material and social relations of research production,” where
disabled people control all aspects of research about disability, including the

process, funding and overarching research agenda (Barnes, 2002).

Interest holders

This term has been used in a broad sense to include anyone with a vested interest in
this project, including partners, organisations and policy makers. It is an alternative
to the term ‘stakeholder’, which has been subiject to critique for its potential to
perpetuate inequalities (Reed et al., 2024). | also avoided the term ‘stakeholders’ to
describe the disabled people involved in driving and enacting this PAR project, as it
would fail to emphasise the active involvement of disabled people (Williams et al.,

2021b). They are described as co-researchers instead.

Learning disability/disabilities

The terms intellectual disability/disabilities are often used internationally, whereas |
will retain reference to learning disabilities for consistency with preferred terminology

in the UK (Shakespeare, 2018).

Occupational justice
A concept that is related to social justice, but is particularly concerned with fair and
equitable access to engagement in meaningful occupations, with recognition of the

impact of this engagement on health (Durocher, Gibson and Rappolt, 2014).
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Participatory Action Research

A political, democratic and emancipatory form of action research viewed as a form of
social action, where those most affected by an issue are the ones to investigate and

use their findings to create change (Grimwood, 2016).

Patient and public involvement (PPI)

Situated primarily within health research, this describes the involvement of members
of the public, services users or patients within the research process. While there is
guidance for researchers and clinicians wanting to undertake research ‘with’ rather
than ‘on’ or ‘to’ people, there is not a set approach or level of involvement required

(NIHR, 2021).

Knowledge transfer/translation

An approach to ensuring the findings from research are used in practice. As noted by
Wimpenny (2013), it is: “A collaborative means of making the best use of knowledge
resulting from theory, policy and research evidence to ensure delivery of best

practice to clients and carers to improve health outcomes” (Wimpenny, 2013, p. 3).

Transformative paradigm

A philosophical worldview that provides a framework for addressing issues of
societal inequality and injustice by requiring that power and privilege is
problematised at each stage of the research process, and the recognition that
realities are shaped by social, political, cultural, economic and racial/ethnic values

(Mertens, 2007).
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Chapter 1 Introduction and Context

1.1 Topic introduction

Disabled people and those with long-term health conditions are reportedly twice as
likely to be described as physically inactive (40.8%) than the general population
(20.7%) (Activity Alliance, 2024; Sport England, 2024), despite having rights to full
and active lives, with participation in a wide range of occupations (United Nations,
2007; World Federation of Occupational Therapists, 2019). Figures also show
disparity between the number of disabled people who would like to participate in
sport and physical activity on a regular basis and the number who actually do so
(Activity Alliance, 2024). With disabled people less likely to access the wealth of
health and wellbeing benefits that come from being physically active, this has
particular consequences in terms of health and wellbeing (Smith et al., 2018). Within
the discipline of occupational science, the barriers that deny a person’s right to
meaningful and health-giving occupation are termed occupational injustice, a

concept that will be further explored within section 3.6.

However, the aforementioned figures are unlikely a true representation of the picture
of activity and inactivity in disabled people. These statistics are taken from the most
recent report on Sport England’s annual Active Lives Survey (Sport England, 2024),
the methodological approach of which involves distribution of an invitation letter to a
randomly selected sample of households in England. People are required to self-
selectively participate by entering a password online, with an option of a paper

questionnaire. The mechanisms of this survey are problematic and have potential to
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exclude many disabled people, including people with cognitive impairment or
learning disabilities, living at home or in supported living settings, who may not be
able to understand the request or respond to the invitation or the standard
questioning contained with the survey, with or without the support of others. Disabled
people are also more likely to be digitally excluded (Allman, 2022). Additionally, the
Active Lives Survey is used to judge whether a person is active against World Health
Organisation guidelines, adopted within the UK Chief Medical Officers' Physical

Activity Guidelines (Smith et al., 2018; Davies et al., 2019; Bull et al., 2020).

Being active is described as completing 150 minutes of activity per week of
moderate intensity, of a minimum 10 minutes per episode, with additional
recommendations for strength-based training (Figure 1.1) (Smith et al., 2019). As will
be problematised within this thesis, these guidelines are not achievable or accessible

for many disabled people, or reflective of different ways and means of being active.
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Figure 1.1: UK Chief Medical Officers’ Physical Activity Guidelines for disabled adults (Smith et al.,
2019)
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Disability sport and physical activity providers also face issues with completing
project-level evaluations of disabled people’s participation. Current approaches to
evaluating physical activity in disabled people focus on recording of performance
aspects through use of objective devices such as accelerometers, which are not
widely available or applicable to community participation, or self-report tools
including the International Physical Activity Questionnaire (IPAQ) (Appendix 2.1)
(Heath and Levine, 2022), among others, that are inappropriate or inaccessible to
many users. The IPAQ includes questioning that may be considered ableist, such as
asking how far people walk, how often they ride a bike or dance, which are activities
that may not be accessible to all in their traditional form. Again, these tools judge

activity levels against published guidelines.

It is asserted that, without consistent impact evaluation data, it is unknown how
disabled people’s participation changes over time, how it is affected by involvement
with different organisations or participation in particular interventions, and we cannot
know what action is required to improve the conditions of participation to enable
more disabled people to realise the wider benefits of regular physical activity (Martin
Ginis et al., 2021). This situation perpetuates inequalities in sport and physical
activity participation among marginalised groups, particularly because the collection
of valid participation data is often used for new and ongoing funding decisions and is
central to appraising whether public money has been spent appropriately (Mansfield,
2016). This, therefore, creates problems with issues of sustainability for projects
supporting disabled people to be more active. Ineffective evaluation of disabled
people’s participation in sport and physical activity therefore creates barriers to

participation, with potential to result in occupational injustice.
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However, the relevance, usefulness and possibility of collecting consistent and
comparative data across the spectrum of disabled people’s experiences is also
problematised within this thesis, as it is reflective of wider issues. Most vitally, as a
consequence of non-inclusive collection methods and resulting gaps in data,
individual experiences cannot be explored, meaning disabled people do not have a
voice. Whilst acknowledging that sport and physical activity have the potential to
further marginalise certain groups and reinforce stereotypes, what will be explored in
this thesis is how it can also be a site for resistance and change (Mackintosh and
Medcalf, 2019). This project, which is focused on establishing more accessible and
inclusive methods of evaluating participation, aims to address these inequalities. It
will do this by embracing throughout the principle of ‘Nothing about us without us’,
including disabled people in a process of Participatory Action Research (PAR)

(Charlton, 1998).

1.2 Background

1.2.1 Inclusive sport and physical activity: policy context

Public Health England’s Everybody Active, Every Day report highlighted the public
health cost of inactivity, with particular reference to disabled people (Public Heath
England, 2014). Published the following year, the UK Government’s (2015) strategy
document, Sporting Future announced a change in direction for the funding of sport
and physical activity within the United Kingdom (Department for Culture Media and
Sport and UK Government, 2015). Judgement of success was to move beyond
participation numbers, to consider five key outcomes: physical wellbeing, mental

wellbeing, individual development, social and community development and economic
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development, in recognition of the wider benefits of being physically active, and
Sporting Future identified that a new system of evaluation would be required to
assess against these outcomes. To support organisations conducting project-level
evaluations, Sport England, the UK Government’s arms-length body with
responsibility for sport and physical activity in England, provided the Evaluation
Framework that included a standard Question Bank, containing tools including the
Short Active Lives Survey (Appendix 2.2), International Physical Activity
Questionnaire (IPAQ) (Appendix 2.1) and Single Item Measure (SIM) (Appendix 2.3)
(Milton et al., 2017; Sport England, 2019). The framework was designed to help
organisations clearly define objectives, measure outcomes effectively, and link these
outcomes to broader strategic goals. With funding tied to and, indeed, prioritised for
those who can demonstrate these outcomes, organisations were guided towards this

system of measurement to secure their ongoing sustainability.

Published in 2016, the Sport England strategy Towards An Active Nation (Sport
England, 2016) set out how the organisation would prioritise its work towards the
achievement of the five outcomes for a wider range of activities and a more diverse
selection of the population. Funding was specifically directed to groups less likely to
participate in sport (from grassroots upwards), including disabled people. The
commitment to tackling inequalities in sport and physical activity and reaching new
participants was further strengthened with the publication of Sport England’s updated
strategy document in 2021, Uniting the Movement: A 10-year vision to transform
lives and communities through sport and physical activity (Sport England, 2021).
Since the publication of this strategy, Sport England has retired use of the

aforementioned Evaluation Framework and Question Bank and has proposed a new
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approach to evaluation and insight that prioritises learning and collaboration (Sport
England, 2022). This PhD began in 2019 to consider more accessible and inclusive
approaches to evaluation of disability sport and physical activity. While this
development from Sport England is a positive move, the effects of this approach
remain to be seen in its implementation at community level and the participation of
disabled people in sport and physical activity. The Active Lives Survey also
continues to exclude the perspectives of disabled people. The issue of accessible

and inclusive evaluation remains prescient.

1.2.2 Problem identification

There is no consistent approach to collecting information in an accessible way from
all disabled people about the sport and physical activity they are undertaking,
including what they are doing, how often, the level of intensity and how long they are
taking part (Martin Ginis et al., 2021), but additionally, why they do it and what they
get out of participating. This is problematic for disability sport and physical activity
providers who want to be able to demonstrate the value of their activity for disabled

people.

This issue was identified in 2018 by Boccia England, the national governing body for
Boccia in England, when they commissioned a report to identify a suitable outcome
measure to support them to evaluate participation in Boccia against the
aforementioned five key physical activity outcomes identified by the UK Government
(Department for Culture Media and Sport and UK Government, 2015; Pettican,

2018b). Boccia is specifically designed as an inclusive and accessible sport open to
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people of all abilities and levels of mobility. All players compete from a seated
position, whether wheelchair or chair, equipment such as ball ramps can be used, it
can be played in a range of formats outside of official competitions, and the rules of
play are intended to be easy to understand (Pettican and Barrett, 2017). Within the
Boccia England report, it was identified that the measures recommended at that time
to evaluate participation, within Sport England’s Evaluation Framework (Sport
England, 2019), were not specific enough to participation in Boccia. The
recommended tools focused on activities such as walking and cycling, failing to
recognise different ways and means of participating, and the lack of accessibility in

format and design prevented some from completing the survey (Pettican, 2019).

While Sport England is moving away from its Evaluation Framework towards a new
approach to evaluation, the issues identified within Boccia England’s report provided
the original impetus for this project. However, Boccia England are not alone in
identifying measurement of physical activity with a disabled population as an issue; it
has also been highlighted as a research priority in regards to the physical activity of
people with multiple sclerosis (Motl et al., 2015). The position previously adopted by
Sport England was, and still is, indicative of prevailing social mores regarding the
inclusion of disabled people in sport and physical activity and wider society. More
recent examples, from literature and practice, are explored within Chapter 2:

Literature Review.

1.3  Summary

This chapter has introduced the background and context for this PhD study exploring

more accessible and inclusive ways of evaluating disabled people’s participation in
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sport and physical activity. As has been explored, current approaches are not
demonstrating a true picture of disabled people’s levels of activity and inactivity,
which has implications for the availability, breadth and appropriateness of future
opportunities for participation. This barrier to participation has potential to result in
occupational injustice. The chapter has introduced the policy context that underlies
this issue and the resulting project justification, but further exploration is now
required of current practice and existing evidence. In the next chapter the context will
be further explored through a review of supporting literature, presented alongside
initial thoughts of interest holders on this issue, gathered through a participatory

scoping exercise.
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Chapter 2 Literature Review

2.1 Introduction

This chapter establishes the context for this study through published literature, which
has been identified and appraised on an ongoing basis since the project started in
2019. This body of literature and the themes within are explored alongside the
scoping exercise that was undertaken between October 2019 and February 2020,
utilising a participatory approach to engage with key interest holders to improve
understanding of the issues with evaluating disability sport and physical activity. This
gathering of information occurred concurrently with initial efforts to gather and
appraise published evidence for the literature review, and references practical and
experiential perspectives on the evaluation of disabled people’s participation in sport
and physical activity. Presenting this information here, alongside published literature,
is a deliberate tactic to avoid privileging certain types of information over the
experiences of disabled people and those working with the everyday reality of

supporting their participation in sport and physical activity.

2.2 The pursuit of epistemic justice

Within Participatory Action Research (PAR), lived experience and knowledge are
valued and central to the co-creation of useful knowledge (Kramer-Roy, 2015). For
this study, this ethos was applied from the earliest stages of scoping and information
gathering, with value placed on different sources of knowledge from beyond

academia and institutions, to integrate the insight of disabled people and those
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supporting their participation in sport and physical activity. It is not appropriate to
suggest that peer reviewed literature be ignored altogether, as it is not the case that
everything is produced from the perspective of an academic conversation among
academics, nor without involvement of disabled people. There is not a binary
distinction between academic sources of knowledge and practice-based knowledge
as there are exemplars of research involving disabled people. However, it is
important to acknowledge that there continues to be variation in levels of disabled
people’s involvement in research, across the levels described within Arnstein’s
ladder of involvement (Arnstein, 1969). Arnstein’s (1969) ladder depicts non-
participatory levels at its base (i.e. manipulation, therapy), with tokenism (i.e.
informing, consultation, placation) on the middle levels, with research practices that
enable citizen power at the ladder’s pinnacle (i.e. partnership, delegated power,
citizen control). A critical approach is therefore required to how knowledge is
produced, who produces it and how this influences the framing of research
problems. The power inequalities generated and maintained by traditional research
approaches with non-participatory or tokenistic involvement do produce hierarchies
of knowledge and oppression can be reproduced — history can be repeated (Egid et

al., 2021; Fernandez et al., 2021).

While recognising there is not a binary between knowledge sources, the approach
within this literature review chapter to bring together published literature and
experiential knowledge draws some inspiration from the knowledge mobilisation
approaches. Discussed by Langley, Wolstenholme and Cooke (2018), such
approaches prioritise knowledge co-creation for addressing difficult issues in health

and social care, bringing together and ‘mobilising’ different forms of
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stakeholder/interest holder and research knowledge into actionable and tangible
products, tools and objects, to address the gap between research and practice
(Langley, Wolstenholme and Cooke, 2018). This approach intends to place value on
tacit knowledge, lived experience and ‘know how’, with awareness that those holding
tacit knowledge, experience or ‘know how’ can often unknowingly keep it hidden,

unaware of its value (Langley, Wolstenholme and Cooke, 2018).

Also important to draw from are current discourses on decolonializing knowledge
production. Recognition and action is required regarding the effects of colonialism on
research and how power has been used to create hierarchies of knowledge and
difference, where alternative ways of knowing have been marginalised and deemed
illegitimate and invalid by dominant Western knowledge systems (Udah, 2024). The
researcher has a responsibility to create a space for change to happen through
active solidarity and ‘defiance’ with marginalised groups, where they are recognised
as experts in their own experience and can contribute actively to knowledge and
theory generation (Udah, 2024). As noted by Udah (2024), this pursuit of epistemic
justice is not only relevant to research with indigenous populations, but also offers
learning on centring the experiences and perspectives of all other marginalised
groups, who have been dehumanised by systems of knowledge production that have
devalued and delegitimised their forms of thinking and being in the world (Udah,

2024).

2.3 Scoping exercise

A scoping exercise was undertaken between October 2019 and February 2020,

utilising a participatory approach to engage with key interest holders to improve



41

understanding of the issues with evaluating disability sport and physical activity.

The scoping exercise involved a series of discussions held with five local and
national sports bodies, six disability sports projects, four national charities operating
sports programmes and representatives from two evaluation companies that had
evaluated two of the charity sports programmes. In most cases, these discussions
were held in person, by travelling to either the organisation’s offices or the location
where sport and physical activity was taking place. It was felt important to join people
and organisations in their own spaces, as part of developing a participatory
approach, to learn about the people, environments and activities that make up the
research context. The locations of sport and physical activity were mostly based
within the East of England and gave me the opportunity to experience and
participate with disabled people in inclusive sport and physical activity sessions,
including Boccia, tennis, wheelchair basketball and riding a doughnut ring down a ski

slope.

One aim of the scoping activity was to begin to build relationships with potential
interest holders; as part of the participatory approach, the process developed from
contact with one initial interest holder, who brokered introductions, from which further
suggestions followed. The intention was not to collect research data, but to begin
building an impression of the system surrounding disability sport and physical
activity, and how it is evaluated. As such, these were informal visits and discussions,
with no set research process or requirement for ethical approval. However, | still
ensured that representatives were aware that this information would be used to

determine what tools and evaluation approaches were currently being used and |
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have anonymised their contributions. Discussions were predominantly unstructured;
the only consistent questions were to ask how participation was being evaluated,

whether any tools were being used and any issues that were being experienced.

2.3.1 Issues with evaluation of disability sport and physical

activity

All respondents recognised the difficulty with evaluating participation in an inclusive
and accessible way and had responded to this challenge in different ways. Keeping
in mind the limitations of speaking with a small selection of people and organisations,
four key issues identified from scoping exercise discussions, will be discussed in

turn:

e Purpose of evaluating activities and interventions
¢ Difficulties in using validated tools: content relevance and design
e Delivery of evaluation

e Complex and cognitive impairment.

Purpose of evaluating activities and interventions

A discussion between an activity leader and a participant/volunteer during this
exercise highlighted how they felt that evaluation is often completed not for the
benefit of the person themselves, but for the organisation or, more often, to satisfy
funding investors. Evaluation was mostly required to evidence the effective use of
allocated grants, often in the hope of securing further funds, either for project

sustainability or further innovations. Organisations also wanted to know, for their own
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operations, what was working and what did not. Some projects have developed ways
for participants to map their own progress, but it was recognised that this is not

always included within evaluation.

Difficulties in using validated tools: content relevance and design

A number of representatives from disability charities shared the view that, regardless
of whether a tool is validated, if it is not appropriate for the audience, then responses
are meaningless. Whether the tool is inaccessible in its current form or adapted in a
way that affects its validity, the possibilities of data aggregation and comparison are

limited.

There were two particular issues raised: firstly, the questions being asked and the
relevance of the subject and, secondly, the way the questions were being asked.
Some questionnaires include terminology or concepts that need a lot of explanation.
Additionally, survey techniques, such as alternating between positive and negative
statements that are designed to prevent people rushing through and marking the
same option, may be overly challenging for some people with learning disabilities or

cognitive impairment.

Some organisations had trialled different evaluation tools without success, citing
issues with accessibility but also lack of direct relevance to their specific sport or
physical activity, with particular difficulties mapping a relationship between the
outcomes measured and the outcomes from their intervention. Many organisations
reported difficulties with the requirement to use standardised tools. One disability

sport and physical activity provider described difficulties in using one particular tool,
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the EQ-5D, to evaluate their practice (EuroQol Research Foundation, 2009). This
tool requires participants to use visual rating scales, which have previously been
noted to be difficult to interpret by people with moderate to complex learning
disabilities, due to the abstract nature of rating one’s health on a numerical scale
(Hartley and Maclean, 2006). The questionnaire requests participants to self-report
ability using five rating levels across five domains: mobility, self-care, usual activities,
pain/discomfort, and anxiety/depression, with no specific mention of sport or physical
activity. It is very difficult to see how this could be used to evaluate participation or to

correlate any outcomes with a particular activity.

A funding organisation gave examples of where they had worked with organisations
to adapt standardised tools, as they were not accessible to participants in their
existing form. In one example, an existing survey tool was redesigned to ensure
accessibility for Deaf British Sign Language users, for whom spoken or written
English may be their second or third language. Additional issues related to the
capacity of evaluators to collect data; while it was felt face-to-face evaluation would
be most effective for engaging with this audience, due to the resource intensive
nature of this approach, the survey was instead adapted for self-report, including
visual elements to support accessibility. A second organisation had adapted the topic
of questions being asked within a standardised questionnaire, for example, stating
that a ‘continuous walk’ can be done using mobility aids, including a walking stick,
wheelchair or walker, whereas a cycle ride may be completed using a hand-bike or
other adapted vehicle. Another organisation had adapted the way information is
displayed and how questions are asked. More fundamental changes in design

included simplified language, the use of symbols, large text and strategic
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highlighting, large ticks and crosses and number scales to circle, adapted for those
with altered cognitive function or ability to write. These changes could potentially
make this questionnaire more accessible to others beside the intended audience.
Again, addressing issues with the format of questionnaires, other organisations had
opted to provide evidence through alternative methods such as case studies. While
the rationale had been accepted by funders, this still creates the issue of lack of
comparable data for later funding applications, where funding bodies make decisions
based on existing data with the intention of deciding ‘fairly’ on distribution of further

funding.

Although adaptation of a standardised tool in this way would affect the ability to
provide valid data, it was determined to be a more fruitful approach than having no
data at all. This points to tensions evident in current practice between accessibility

and perceived rigour within data collection.

Delivery of evaluation

The person required to deliver the evaluation may be a third party delivering an
activity, who may not have the time, skills or incentive to complete an evaluation.
Those expected to administer evaluation might be volunteers or paid for the delivery
of the activity but not for its evaluation. Any time or effort spent on evaluation has the

potential to detract from activity delivery.

In some cases, there was a reported reluctance around the asking of certain
questions (e.g. socioeconomic status, mental health, anxiety and social isolation),

and how these weren’t considered in line with the best interests of participants.
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Related to this was the concept of safeguarding: whether organisations are able to
provide further support if issues are raised in relation to a difficult question being
asked. Staff completing the evaluation with the person might not be trained to deal
with the fallout from asking such questions. One representative from a disability
charity shared concerns that asking questions about loneliness, in particular, could
be triggering without providing follow-up support, with a negative impact on mental
health. The need for trust between the person delivering and completing evaluation
was mentioned; especially when working with people with learning disabilities or

mental health issues, who may be reluctant to answer certain questions.

One Disabled People’s User Led Organisation (DPULO) described the process of
engaging with an evaluation company to develop an accessible appraisal of a project
to increase disabled people’s participation in sport and physical activity. The
evaluation approach was co-produced with disabled people and designed to be
inclusive and not impairment specific. While this is a more inclusive approach, it is
also recognised as resource intense in the time and money required to involve
evaluation professionals and also, while the resulting evaluation tool was accessible
and enabled local sports coordinators to get to know participants, it was lengthy and

not quick to administer.

Complex and cognitive impairment

A consistent issue was methods for evaluating outcomes for people with the most
complex impairments, and those with cognitive impairment. People with limited
recall, for example, may be unable to report back on previous participation, or find it

difficult to rate themselves on a scale, as this requires abstract rather than concrete
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thought. One anecdotal example cited a physical activity project with care home
residents, where validated tools could not be used with those with impaired
cognition, and a range of simpler voting methods, such as raising hands, had to be
adapted for use. Some people may also be vulnerable to coercion and the phrasing
of a question may lead towards a specific response. In some cases, proxy report
was permitted, although there were examples given where the responses were

seemingly shaped by the carer rather than the participant’s experience.

An organisation supporting people with complex disabilities described an
observational tool they had developed, in the absence of any tool to support self-
report of physical activity experiences for people with severe impairment. The tool
required an observer to comment on three aspects: social interaction with other
participants and the activity instructor, the development of new skills, and observed
changes in behaviour, for example communication, expression or confidence. One of
the key issues highlighted was the impractical amount of time required to complete
this evaluation each week, for just three people observed. There is also difficulty
regarding who completes the questionnaire: if the observation is intended to be
undertaken by someone expected to know the person, perhaps a support worker.
However, there is difficulty noted in inter-rater reliability with different staff attending
each week and high staff turnover in the social care sector: the person may not know
the person or their baseline. Observer perception may vary greatly from participant

experience, and it doesn’t enable a person to share their own perspective.
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2.4 Literature review

2.4.1 Literature review design

This literature review was undertaken using a scoping study design, enabling an
exploration of the boundaries of the topic and the range of literature available (Booth
et al., 2022). It bears some relation to the design of a scoping review. These are
often used as a preliminary to a systematic review but can also stand alone as a
quick, efficient means of surveying a large volume of existing evidence for identifying
broad themes and patterns, potential gaps and for developing research questions
and proposals (Rumrill, Fitzgerald and Merchant, 2010). Elements of a scoping
review approach are appropriate for this topic, as it is complex and not easily defined
within a single question with set parameters; initial searches revealed that a range of
approaches and types of sources would need to be considered. It is particularly
appropriate for mapping a field of literature that is potentially broad, complex and has

not necessarily been reviewed in this way before (Arksey and O’Malley, 2005).

While not as methodologically rigorous as a systematic review of the literature, a
scoping review can still be described as ‘systematic’ when conducted through a
rigorous and transparent process such as the one recommended by Arksey and
O’Malley (2005), which involves first defining the research question, searching for
relevant literature, developing inclusion and exclusion criteria to select sources,
charting the data and then collating, summarising and reporting the results (Arksey
and O’Malley, 2005). A scoping review can be policy focused and combine research
and non-research data, so this type of literature review can sit well alongside the

existing scoping exercise (Rumrill, Fitzgerald and Merchant, 2010).



49

However, a scoping review is a specific method usually used as an initial survey of
the literature and does not venture to discuss the quality of evidence presented
(Arksey and O’Malley, 2005). Therefore, while the literature review presented here
adheres to the aforementioned process steps, it goes one step further in appraising

the quality of the evidence. The process followed will now be documented.

2.4.2 Literature review search strategy

An initial literature search was first conducted on various occasions between October
2019 and July 2020 and repeated at regular intervals until December 2024, to
capture any new literature. The aim of the literature review was to retrieve journal
articles related to the evaluation of disabled people’s participation in sport and
physical activity. The literature review question was refined over this time from an
issue focused on tools for evaluation to an eventual definition that considers

evaluation more broadly:

What evidence is there to inform the evaluation of disabled people's

participation in sport and physical activity?

Both the PICO and SPICE framework were trialled to establish search terms (see
Figures 2.1 and 2.2) (Booth et al., 2022). Search terms were refined as searches
progressed, more relevant articles were identified and deeper reading uncovered
alternative descriptors (See Literature search strategy in Appendix 3.1). When used
separately, the PICO and SPICE tools failed to capture all elements needed to

establish terms relevant for this issue. For example, PICO includes reference to the
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outcome of participation from disabled people’s engagement with sport and physical

activity, whereas SPICE included the reference to evaluation.

Disabled people

Sport and physical activity

(no comparison)

Participation

Figure 2.1: The PICO framework used to establish literature search terms

e Worldwide

Disabled people

Sport and physical activity

(no comparison)

Outcome measures/evaluation

Figure 2.2: The SPICE framework used to establish literature search terms

Across both tools, the population is defined as “disabled people”, with the key words
of disabled/disability and impairment truncated to capture alternative terms. As
outlined in the Glossary of terms (page 25) | am using this descriptor throughout the
thesis. The appropriateness of a ‘catch-all’ term and the challenges of representation
across all potential impairments and disabilities will be discussed in the section on

terminology in Chapter 3: Conceptual Framework.
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The concepts of “physical activity” and “sport” were included as the intervention; the
former to capture activities that do not meet definitions of the latter. The term
“‘exercise” was trialled but removed, as the search was skewed by papers focused
on physical therapy or ‘prescribed’ exercise interventions. Within both frameworks,
the Comparison element was not relevant. Although the Outcome is not included
within the SPICE framework, the term “participation” was initially added to the
question after initial searches revealed the prevalence of this term within relevant
search results, helping to retrieve measures of participation rather than other
outcomes. Again, the term participation will be further defined within the terminology
section in Chapter 3: Conceptual Framework. However, while it is a useful concept
for narrowing search results, it was found superfluous within the search strategy to

find tools specifically relating to sport and physical activity participation.

Adding the E of ‘Evaluation’ was also essential to narrow the search to papers
mentioning approaches to evaluation, including an outcome, survey, tool or
questionnaire. Although | am concerned that considering evaluation only in terms of
tools, measures and questionnaires may be limiting, for the purposes of this search it
enabled me to capture existing examples of evaluation in practice, because current
practice of evaluation is predominantly through measurement tools and
questionnaires. In refining the search, the word “scale” was removed in relation to
evaluation and outcome methods, due to too many results that were not participation

specific.

A final search was conducted in December 2024 to ensure capture of all relevant

articles using the following query, linking terms using Boolean operators:
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[Disab*] AND [Sport OR “Physical activity”] AND [Evaluation OR
Outcome OR survey OR tool OR questionnaire OR instrument OR

measure OR assessment]

The above search string was adapted for use within EBSCOhost to search the
databases MEDLINE Ultimate, CINAHL Ultimate, eBook Collection, APA

PsychARTICLES, APA PsycINFO and SPORTDiscuss; Web of Science, Wiley
Online Library, SAGE Journals, Taylor and Francis, JStor and OT Seeker were

searched independently.

Previous searches had included ‘inclus™ in relation to the population but yielded too
many results in relation to inclusion criteria. Initially | placed disab* to appear in the
title to ensure articles were disability specific but repeated searches revealed the
need for all key terms to be mentioned in the title of the article for the result to be of
significance i.e., relevant to disabled population, sport and physical activity
participation and evaluation or outcome measurement; many unhelpful results were
otherwise included. Where possible, the limiters of English language, publication

within the last 10 years and peer review were applied.

The search on EBSCOhost yielded 185 results, reduced to 99 with duplicates
removed and application of the Inclusion and exclusion criteria listed in Appendix
3.2. Titles and abstracts were screened for relevance, to ensure the article
mentioned or was concerned with the use of a physical activity tool, scale or
qguestionnaire with disabled people or people with a long-term condition. Articles

removed included those concerned with competitive or para sport participation,
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disability classification in sport, assessment scales that were not related to physical
activity, assessments of participation that were not physical activity specific. This

resulted in 33 full text articles to review.

The same search, limiters and procedure was applied to Web of Science, resulting in
101 documents, narrowed to 42 after title and abstract review. Wiley Online Library
resulted in 57 results, narrowed to 17 after title and abstract review. A Sage Journals
search revealed 24 results, but none were directly relevant to the literature search
question. From the Taylor and Francis database, 77 results were retrieved, narrowed
to 11 after abstract review. Searches of JStor and OT Seeker yielded no results.
After search results from all databases were collated with duplicates removed, 72
articles remained. Web of Science and Scopus were also searched using this
strategy but additionally employed for citation snowballing and tracking. Hand
searching was undertaken by using reference lists of key articles and relevant

authors.

An additional 92 results were identified through snowballing and other sources. With
duplicates removed, 121 articles remained for full text review. Additional literature
identified during the process of the search, including policy and strategy documents,
have been included within the background and concept definition sections, in order
to discuss and appraise the context for this study. Full text review of the identified
121 articles was undertaken, using the Literature review inclusion and exclusion
criteria outlined in Appendix 3.2. Articles were included if they sought to answer the
literature review question by adding to the evidence of how disability sport and

physical activity is evaluated.
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Articles about tools, devices or other methods for measuring sport and physical
activity in disabled people and/or people with long-term conditions were included,
along with those about the evaluation of disability sport and physical activity
programmes or schemes, whereas time limited interventions that were clinic-based
or in the context of treatment for or recovery from a specific health condition were
not. Articles where the term disability is used in reference to specific health
conditions (e.g. back pain, femoral fracture) or an older adult population were also
excluded, along with any article focused purely on the evaluation of physical fitness.
The article had to concern disabled people and those with long-term conditions, as
opposed to short-term conditions or recovery from treatment. However, the focus
had to be recreational activity, so articles concerned with para or competitive
athletes and their participation were removed. Programmes that were evaluated
using purely academic methods that wouldn’t be generally applicable in practical,
real world settings, such as Randomised Control Trials, were excluded. Tools
concerned with measuring barriers or facilitators to participation (e.g. parental
support) or measuring the behaviour of support professionals in physical activity
support, or parental orientation to sport and physical activity were removed from the
list, as were any articles concerned with access to facilities. Articles from participants
of all ages were included, so as not to exclude any learning from relevant articles
involving disabled children. Articles had to be written in the English language to
enable the full text review. Studies concerned with the validation of measurement
tools into different languages were also excluded, as their focus was on the impact of
the translation rather than other aspects of the tool’s use. The initial search was for
peer reviewed journal articles, but some conference presentation abstracts appeared

within search results after being published in special editions. These were excluded,
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as were any copies of tools not situated within explanatory literature. Tools specific
to measuring motivation for participation, or articles about evaluating participation in
general, rather than specifically in sport and/or physical activity were excluded, along
with articles about measuring or assessing participation of non-disabled people. Also
excluded were articles that were focused on experiences of participation that were

not primarily concerned with how this was evaluated.

2.4.3 Literature review results

A total of 45 articles remained for inclusion within this literature review after full text
review, details of which can be in Appendix 3.3 Literature review search results. An
approach was taken to consider different conceptualisations of evaluation within
disability sport and physical activity and the range of approaches that might be
taken. Articles were divided into broad categories in terms of their relationship to
evaluation, including population level measurement of physical activity, and
individual monitoring using subjective self-reporting tools or objective device-based
measurement. Approaches to programme evaluations were also included, which
tend to take a mixed methods or predominantly qualitative approach.

Enabling comparisons with how data is collected by organisations such as Sport
England in the UK, five articles concerned population-level measurement of physical
activity in disabled people; these concerned respectively, disabled adults in Australia
(Hassett et al., 2021), adults with physical or sensory impairments in the Netherlands
(de Hollander and Proper, 2018), and children and adolescents with disabilities in
France (Aubert et al., 2023), while another offered comparisons across 15 European

countries regarding the activity levels of adolescents with long-term ilinesses or
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disabilities (Ng et al., 2017). A final article in this category involved a systematic
review of physical activity levels and how they were measured in adults with learning

disabilities (Dairo et al., 2016).

Seven articles concerned the use of different devices for evaluation, five of which
concerned their usage in adults with learning disabilities. Devices included ActiHeart
(Moss and Czyz, 2018), ActivPAL (Lynch et al., 2025), accelerometers (Dairo, Collett
and Dawes, 2017), and accelerometers and pedometers (Ptomey et al., 2017) and
Activ8 (Lankhorst et al., 2019), the latter being trialled with young people who are
ambulatory and have motor disability. A scoping review concerned a range of
device-based instruments for ambulatory adults with physical disabilities and/or
chronic diseases: (Brandenbarg et al., 2023) and a systematic review related to

accelerometer usage (Leung, Siebert and Yun, 2017).

Nine articles concern evaluations of different disability sport and physical activity
programmes and activities, concerning a range of audiences: people with dementia
(Ovenden, Dening and Beer, 2019), disabled children and young people (Willis et al.,
2018), children with learning disabilities (Pochstein, 2022), children who use
wheelchairs (Carter et al., 2014), adults with visual impairment (Strongman et al.,
2023), physically disabled adults (Schmid, Short and Nigg, 2019; Matthews, Seaman
and Bremer, 2023; Berthiaume et al., 2024), and people with learning disabilities
(Dixon-lbarra et al., 2018). Programme evaluations were primarily included within
this review with the intention of offering an alternative perspective to the use of
evaluation tools and questionnaires and for the potential to consider alternative

methodologies and approaches to evaluation. As the focus of this literature review is



Y

to explore evidence relating to evaluation, commentary focuses predominantly on the
mechanisms employed for evaluation and application of these, rather than attention
to the outcomes of intervention or specific results discussed, unless this is relevant

to process.

One article looked broadly at the reliability and validity of self-reporting of physical
activity in adults with learning disabilities (Johnson, Yun and McCubbin, 2014).
Twenty-three articles concerned the use of specified outcome measurement tools, 7
of which included a range of different self-assessment methods and objective
measurements across groups including disabled children and young people (Ross et
al., 2016; Ross, Case and Leung, 2016; White et al., 2016), people who use a
wheelchair (Lankhorst et al., 2020), people with dementia (Farina et al., 2019), adults
with learning disabilities (Firkin, Obrusnikova and Koch, 2024) and people with
severe mental illness (Soundy et al., 2014). Six articles involved the International
Physical Activity Questionnaire (IPAQ), in people with bipolar disorder (Vancampfort
et al., 2016), schizophrenia (Duncan et al., 2017), adolescents and young adults with
visual impairment (Wrzesinska et al., 2018), disabled adults (Clina et al., 2023, 2024)
and people with learning disabilities (Lynch et al., 2024). Two articles concerned use
of the Physical Activity Scale for Individuals with Physical Disabilities (PASIPD), one
for people with Parkinson’s (Jimenez-Pardo et al., 2015) and one for disabled people
(Tyagi and Mattu, 2016). One article focused on the Measure of Experiential Aspects
of Participation (MeEAP) for disabled adults (Caron et al., 2019); another the five-
item Simple physical Activity Questionnaire (SIMPAQ) for people with mental illness
(Rosenbaum et al., 2020). One involved the Physical Activity Enjoyment Scale

(PACES) for people with functional limitations (Murrock, Bekhet and Zauszniewski,
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2016) and another explored measurement of activity in wheelchair users using the
PARA-SCI, LTPAQ-SCI, PADS, PASIPD and device-based measurement
(Nightingale et al., 2017). One study involved adapting the Leisure Time Physical
Activity Questionnaire for People with Spinal Cord Injury for use in individuals with
disabilities (i.e., the LTPAQ-D) (Gee et al., 2024) and another the Adapted Short
QUestionnaire to ASsess Health-enhancing physical activity in disabled adults
(Adapted-SQUASH) (Seves et al., 2021). A final article concerned the development
of the Learning Disability Physical Activity Questionnaire (LDPAQ) (Pakravan,

Ghazirad and Shaddel, 2022).

2.5 Thematic discussion

The next section will involve a narrative synthesis of the literature highlighting six
themes across the body of articles in relation to the evidence they provide for the

evaluation of disability sport and physical activity (Figure 2.3).

Figure 2.3: Literature review themes

The first theme problematises the aim to assess disabled people against physical

activity guidelines, considering population-level surveillance and the two
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predominant approaches of self-report and device-based measurement. In
recognition that most studies take an impairment-focused approach, the challenges
of inclusion are then explored, before considering the exclusion of people with the
most severe impairments from evaluation research, and the pros and cons of proxy
reporting. Consideration of alternative physical activity outcomes, aside from
performance levels, are then examined through relevant literature, before the final
theme that refers to the burden of evaluation approaches to disability sport and

physical activity providers.

2.5.1 Assessment against physical activity guidelines

The majority of the papers within this review that discuss quantitative measurement
of physical activity levels make reference to measurement against the World Health
Organisation (WHO) physical activity guidelines, which recommend a minimum of
150 minutes of moderate to vigorous intensity physical activity a week, along with
muscle strength straining on two or more days per week of at least moderate
intensity (Bull et al., 2020). Although this guidance is based on data from non-
disabled people, in the UK it was supported by a Public Health England rapid
evidence review on physical activity for general health benefits in disabled adults
(Smith et al., 2018). Yet, as this review will demonstrate, measurement of physical

activity levels in relation to this guidance is problematic across all impairment groups.

Articles about population-level measurement of disability sport and physical activity
have been included to consider approaches from other countries at a similar level to

Sport England’s adoption of the Evaluation Framework, introduced within Chapter 1:
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Introduction and Context. One of the tools recommended for use within the
framework is the IPAQ, which has featured heavily within this literature review, and
was specifically designed for assessing quantity of physical activity at a population
level and to allow for cross-country comparisons (Rosenbaum et al., 2020). Similarly
to the approach of tools within the Evaluation Framework, the following articles focus
on evaluation of physical activity against measures of frequency, intensity and
duration of performance taken from published physical activity guidelines that

prioritise the quantity rather than quality of participation.

Aubert et al.’s (2023) article identifies a method, the Active Healthy Kids Global
Alliance Report Card, to monitor activity levels of French children and adolescents
with disabilities, emphasising the need to include this group within national
surveillance of physical activity levels in order to highlight inactivity and the need for
interventions. Also exploring physical activity in young people, Ng et al. (2017)
compare activity levels of adolescents with long-term illnesses or disabilities across
15 European countries; as with other population level studies of physical activity,
these were judged against international guidelines for recommended levels of
participation. The authors note variation in how physical activity is measured but
also, similar to Aubert et al. (2023), note how data for young people with disabilities
are most often excluded. For their study, the authors examined data from the
2013/2014 World Health Organization Collaborative Cross-national Health Behavior
in School-aged Children (HBSC) study, which involved 15 European countries.
Physical activity within this study was measured through a single question focused
on the number of days within the past week that respondents were active for at least

60 minutes per day. They give a range of examples of what physical activity might
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be, but there are no specific adaptive options mentioned. There are significant
limitations within this methodology; some expressly identified by the authors and
others not. The respondents had to answer unaided, without support, with the
potential for inaccuracy, although there is no breakdown of impairment type so it is
difficult to judge what kind of support may have been required. They note that self-
report is deemed appropriate for collection of information from large populations and
how everyone was asked the same questions in the same way, but do not seem to
acknowledge the potential for some people needing tailored support to understand

and answer.

In comparison to the Aubert et al. (2023) study that does not identify impairment at
all, De Hollander and Proper’s (2018) paper includes some interesting points
regarding how disability is defined. The study used data from the 2012 delivery of the
Dutch Public Health monitor survey, which is undertaken every four years to monitor
the health and lifestyle of adults living in the Netherlands, and to examine the
physical activity levels of Dutch disabled adults against World Health Organisation
physical activity guidelines. Levels of physical activity were measured using the
Short QUestionnaire to Asses Health enhancing physical activity (SQUASH), which
asks people to self-report the number of days per week and average amount of time
per day they engage in leisure time activities (e.g. gardening and sports), household
activities, activity at work and school, and commuting activities. People with physical
and sensory impairments were identified based on their provision of assistive
devices and on health professional assessment, although these methods weren’t
entirely reliable for exclusion of some categories due to how wheelchairs and

hearing aids are funded. | would argue there may be other exclusions including
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people who choose not to have equipment or self-fund, or those who have not
received any official form of health professional diagnosis. The authors note as a
strength in their study the use of data around assistive devices provided by
healthcare insurance companies as a more objective and accurate way of
determining physical or sensory impairment rather than self-report, which is a very
medicalised approach to viewing and categorising disability and removes the agency
of self-identification. They do, however, note that even those identified as disabled
through objective measures do not always experience limitations or identify as being
disabled. While the authors note some limitations of the Public Health Monitor survey
in that it requires a selective response, there is no questioning of the mechanisms
used within the survey itself, and who may have been excluded by the methodology
employed, for example, people with cognitive impairment or learning disabilities, or

those living in residential settings.

The aforementioned SQUASH questionnaire has since been adapted by the team
who wrote another paper in this review (Seves et al., 2021). Seves et al. (2021)
explored the test-retest reliability and concurrent validity features of the Adapted-
SQUASH, having created this tool from reflection that when measuring activity
levels, disabled people may have a different perceived intensity of activities; they
may be perceived as more intense, cost more energy and pain. This is a point also
noted by Clina et al. (2023) in their discussion around adapting the IPAQ. In addition,
Seves et al. (2021) included examples of physical activities that may be more
relevant to wheelchair users, including wheelchair sports and hand cycling, along
with questions about wheelchair propulsion. The tool is reported to be adapted for

disabled adults, although this is used to refer to physical disability and/or chronic
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disease that impairs mobility, rather than any other form of cognitive of sensory
impairment. In tests against an ActiHeart activity monitor, the Adapted-SQUASH was
found to be acceptable for self-report of physical activity in large populations but not
at an individual level, where issues included the tendency to over-estimate time
being active and difficulty recalling activity intensity with accuracy. Additionally,
wheelchair users were excluded from the study described, because the ActiHeart
could not be reliably tested within wheelchair users and it is asserted that this likely
affected responses to the adapted questions about wheelchair sports and
handcycling. The authors noted some of the barriers to physical activity in disabled
people that might affect measurements of frequency of activities, but these were
assertions of the researchers rather than anything that could have been recorded

with the use of this tool.

Studies involving objective measurement of physical activity using wearable devices
are prescient to this theme, for their focus on outcomes related to frequency,
intensity and duration of activity. While devices have been found to be accurate
measures of frequency, intensity and duration of physical activity, beneficial in
reducing response and recall bias (Moss and Czyz, 2018), there are limitations in
their use that should be acknowledged; upper body activities are not easily
measured with these tools, many cannot be used for water-based activities or are
not reliable for activities such as cycling, they do not provide information on the
context of activities and they can be more time and cost-intensive to use than

questionnaire tools (Vancampfort et al., 2016; Farina et al., 2019).
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As seen within studies reported by Rosenbaum et al. (2020) and Vancampfort et al.
(2016), many use self-report measures (such as questionnaires), sometimes with
assistance of proxy reporting, to compare with outcomes from wearable devices
(such as accelerometers that capture motion and pedometers that count steps), in
recognition of these being the most common current methods for assessing physical
activity in disabled people (Brandenbarg et al., 2023). It is also notable that the
studies discussed here tend to take an impairment-based focus, separating people
with learning disabilities from people with physical impairments who are either
ambulant or wheelchair users. Nightingale et al. (2017) and Lankhorst et al. (2020)
explored the validity and reliability of objective device-based measurement in
wheelchair users, with considerations to ideal placement of sensors. Nightingale et
al. (2017) noted devices to be lacking in their ability to detect alternative movement
patterns and musculature in people who use wheelchairs, but solutions continue to
be developed and trialled in research settings (Nightingale et al., 2017). Technology
within this area is fast moving and this is noted as a challenge within Lankhorst et
al.’s (2020) systematic review, as new devices are continually being developed with
their validity unknown. They found moderate evidence for a positive rating of criterion
validity for some devices measuring the intensity and type of physical activity, and
good evidence for a positive rating of criterion validity for a range of devices

measuring type of physical activity.

With Leung, Siebert and Yun’s (2017) systematic review in mind, any papers
concerning use of accelerometers with people with learning disabilities should be
considered with a note of caution. Their main finding was inconsistency in protocols

and procedures followed within studies using accelerometers to measure physical
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activity in people with learning disabilities, which prevented data comparison, but can
also point to inaccuracies in the levels of physical activity being reported using these
methods (Leung, Siebert and Yun, 2017). One particular recommendation is the use
of external reminders including diaries and posters to prompt participants to wear the
device. Also exploring the use of devices within adults with mild to moderate learning
disabilities (although without limiting to older adults) across an 18-month period of
intervention, Ptomey et al. (2017) observed from their 149 participants aged over 18
some difficulties in adhering to the protocols involved in wearing a waist-worn
ActiGraph accelerometer belt and difficulties in the accurate recording of data on the
number of steps taken each day — 60% of the recorded data was considered not
plausible. This may relate to the long time period of the study, but also to how, while
all participants needed to have a caregiver to support their participation in the study.
While they were able to remind the person to wear and record their daily steps, but
were asked not to write down the number of steps for them, regardless of whether
they required support to do this. Participants needed to be ambulant and to be able
to communicate preferences, wants and needs, through spoken or sign language or

AAC, but people with more profound learning disabilities were excluded.

A more recent scoping review explored literature around the measurement
properties of device-based physical activity instruments in ambulatory adults with
physical disabilities and/or chronic diseases (Brandenbarg et al., 2023).
Brandenbarg et al. (2023) identified a range of devices in use, mostly ActiGraph and
Fitbit, and determined a large variability in research on their measurement
properties. They also noted variation in physical activity outcomes measured,

critiquing the reliance of step count as a measure that does not consider other forms
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of activity or consider intensity of activity, and the authors comment how devices

cannot demonstrate a full picture of physical activity outcomes.

Other difficulties with device-based measurement are reported by Lankhorst et al.
(2019) regarding their study aimed at quantifying physical activity in 10 young people
who are ambulatory with a motor disability (cerebral palsy or spina bifida) in
comparison with 10 typically developing young people. This study focused on use of
the thigh-worn accelerometery-based Activ8 activity monitor, and whether it was
valid for differentiating between static and dynamic physical activities in everyday life
(tested at home or at school). For participants with cerebral palsy or spinal bifida, it
was found that the device could determine levels of activity between static/dynamic
but was unable to determine specific activities or postures, possibly resulting from
the physicality (potentially hip angle, crouched posture or gait) of those participants;
it was also noted that the young people included had relatively mild forms of physical
impairment. This reflects observations elsewhere that issues with sensitivity to
movements can be problematic in recording activity in people with alternative gait
patterns (Gee et al., 2024). Also studying children and young people with physical
impairment, White et al. (2016) conducted a systematic review to explore the
reliability and validity of physical activity instruments, comparing data around usage
of a range of self-report activity diaries and tools with objective measurement
devices, including accelerometers, Uptimers, pedometers and motion sensors. They
found the evidence for self-report tools lacking in this population, recommending use
instead of objective devices. They note approaches such as these as vital to

evaluating community-based physical activity programmes.
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Although device-based approaches appear less reliable for longer term
interventions, as outlined above (Ptomey et al., 2017), or wheelchair users
(Nightingale et al., 2017), the majority of included studies appear to suggest their
reliability in quantifying physical activity across a range of populations of disabled
adults and young people. However, it should be noted that some studies occurred in
controlled research environments rather than real world settings; as found by
Ptomey et al., (2017) and Leung, Siebert and Yun (2017), this can affect adherence

to usage protocols for some participants.

2.5.2 Inclusive or impairment-specific approaches

The majority of studies looking at measurement tools (predominantly focusing on
self-report tools or objective measurement devices such as accelerometers or
pedometers) explore impairment-specific groups, focusing on people with learning
disabilities or those with physical impairment or who are ambulant. Both Nightingale
et al. (2017) and Lankhorst et al. (2020), previously mentioned in relation to device-
based measurement, note the challenges in measuring physical activity and energy
use in people who use wheelchairs, where there are not clear guidelines regarding
methods and approaches. Nightingale et al. (2017) note three self-report tools used
with this population: Physical Activity and Disability Survey (PADS), Physical Activity
Scale for Individuals with Physical Disabilities (PASIPD) and the 3-Day Physical
Activity Recall Assessment for People with Spinal Cord Injury (PARA-SCI). The
PADS (Rimmer, Riley and Rubin, 2001), is a tool for measurement of weekly activity.
While this tool asks people to specify their own activities, exercises and household

activities, the frequency and duration of these, it also asks about time spent indoors,
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time sitting and includes an intrusive set of demographic questions, such as
household income, receipt of disability benefits and marital status. This may be usual
practice for large evaluations but may not suit the needs of smaller projects looking
to evaluate the impact of their sessions. The tool is designed to be administered as a
semi-structured interview of 30 to 40 minutes, so is incredibly time intensive,
especially if multiple participants need to be interviewed, along with the required
attention span of the person subject to the evaluation. The PADS has previously
been found reliable and valid for use with people with neurological conditions and
other chronic health conditions (Rimmer, Riley and Rubin, 2001; Kayes et al., 2007).
The PASIPD (Washburn et al., 2002), designed for people with physical and sensory
impairments, is more accessible in terms of the language used, the activities
considered and their adaptation (e.g. how often did you walk, wheel, push outside
your home; specifying cycling as leg or hand; including wheelchair push-ups). It
considers a range of activities undertaken including leisure, household and
occupational activities, and also measures inactivity, although it does require recall

of the duration of each activity.

Tyagi and Mattu (2016) and Jimenez-Pardo et al. (2015) also explored the PASIPD,
but without comparison to objective devices, and the latter suggest this as a possible
route for future research. From their study of 82 disabled people, Tyagi and Mattu
(2016) report the PASIPD to be useful for evaluating the association between
physical activity, chronic disease and functional outcomes and note it to be easy to
use and score, although do concede that it might not always provide a useful
measure of activity. A positive aspect of their study was the diversity within their

study participants of people with physical, cognitive and sensory impairments.
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Jimenez-Pardo et al. (2015) found the PASIPD to be a reliable measure of physical
activity for their 63 participants with Parkinson’s, where there was previously no
specific instrument evaluated for use in this population. It is noted that this tool
measures alternative forms of activity including household work, gardening and
caregiving activities, making it more inclusive of forms of exercise that may be more
prevalent within the demographic of study (in this case, people with Parkinson’s
aged 52-87). One point lacking from this study is consideration of the variability of
Parkinson’s for individuals; beyond simply stating a diagnosis it would have been
useful to know how long people had been living with this progressive condition and
to have more detail about their functional status. It was noted that just over 25% of
respondents required support to complete the PASIPD, which could be indicative of
support needs regarding physical or cognitive function. A potential limitation of self-
selection bias is suggested by the recruitment method, where those without the
cognitive or physical function to respond without support were not able to respond to
the study invitation. It was also noted that activities that included use of a wheelchair
were removed from the PASIPD template distributed, for the reported reason that
these activities were not relevant within the population of people with Parkinson’s,
yet | would argue that those with severe disease progression may indeed be
wheelchair users. These are important considerations in whether all people with

Parkinson’s can be heard using this tool.

Within their systematic review, Lankhorst et al. (2020) note the PASIPD and the
PARA-SCI as the most promising self-report tools for assessing physical activity
levels in wheelchair users, the latter specifically for those with spinal cord injury.

Nightingale et al. (2017) noted the latter, designed specifically for those with spinal
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cord injury and most likely wheelchair users, to demonstrate the best reliability and
validity of the three tools in this population, but it takes time to complete (20-45
minutes) by telephone interview and relies on accuracy of recall. However, as is
noted within this paper, the issues with administration including the time it takes and
the need for an interviewer led to the developers of the PARA-SCI to develop the
Leisure Time Physical Activity Questionnaire for People with Spinal Cord Injury
(LTPAQ-SCI). This is a much shorter questionnaire that requires self-reporting of the
minutes of different intensities of leisure time physical activity from the previous
seven days. However, it does not measure other activities of daily living. Additionally,
in their systematic review, Lankhorst et al. (2020) did not find reasonable evidence to
support usage of the LTPAQ-SCI with this population. The LTPAQ-SCI has more
recently been adapted into the LTPAQ-D, for a broader population of disabled
people with physical and/or sensory impairment. Gee et al.’s (2024) paper explores
the nature of this adaptation, the construct and content validity and the test-retest
reliability of this tool. In their justification for a new tool, Gee et al. (2024) mention the
limitations of other tools: the lack of reference to exercise intensity in the PADS, the
inability to accurately specify time spent on physical activity in the PASIPD, due to
categorical responses, how this tool measures against data from non-disabled
people, and the lack of a self-report measure that measures across all aspects of
frequency, intensity, duration or type of activity. Because the LTPAQ-SCI measures
all of these aspects, it was felt appropriate for adaptation for people with physical
and/or sensory impairments. It is noted that involvement in the full study required
ability to travel to the laboratory to complete fitness tests, those unable to do this
completed questionnaires only. Although it is not confirmed within the paper, this

approach had the potential to exclude experiences of those with access needs, and
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potentially the most severe forms of impairment; consideration of learning and

developmental disabilities is also absent.

Recent work has been undertaken to adapt the IPAQ to be acceptable for use in
people with physical disabilities, with changes including more inclusive examples of
physical activity for manual and powered wheelchair users (e.g. handcycling, muscle
stretching and shoulder retractions), rephrasing walking to the use of a wheelchair
(walk/roll/push), and sitting time to sedentary time with an accompanying definition
(Clina et al., 2023). Within their paper reporting the adaptation process, Clina et al.
(2023) assert an imperative to adapt existing tools to be inclusive of disabled people,
rather than create new tools for disabled people alone, such as those previously
described (PASIPD, PADS, PARA-SCI, LTPAQ-SCI). However, it is noted that they
only consider physical impairment in their adaptation. In the conclusions of the
follow-up paper confirming the reliability and validity of the adapted IPAQ, Clina et al.
(2024) note that this approach enables the IPAQ to be used for comparison of
activity levels for people with and without disabilities. In their conclusions they note a
contribution being made to literature on inclusion science, as the research was
inclusive of people with disabilities and people without, and it would be beneficial to
have a tool that is applicable to both populations. However, | would also question the
inclusivity of methodology: the adapted tool was compared with objectively
measured step count, which is an interesting choice when changes have been made
to make the adapted IPAQ more applicable to wheelchair users. The authors
acknowledge this exclusion because of the current lack of consistent device-based
measurement for wheelchair users. In addition, the limitation is acknowledged within

the paper by Clina et al. (2023) that the tool is not inclusive of all disabled people as
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only physical impairment was considered in the adaptation. In their description of the
changes made to the tool, | disagree with the authors’ assertion that activities in the
IPAQ such as walking, digging or climbing may not be relevant to disabled people,

as the latter two, at least, can be adapted if required.

Administration of the IPAQ (long-form) was adapted for use within a study of self-
reported physical activity of 122 adolescents and young adults with visual
impairment (Wrzesinska et al., 2018). Specific changes were made to the format of
the questionnaire; large-font documents were prepared for people who were visually
impaired, and blind people were administered the questionnaire in an interview, and
both were found to be reliable approaches with this group. It should be noted,
however, that there were no co-morbidities in this group that could have potentially
affected survey administration: a non-inclusive approach is noted in that any mental,
intellectual or physical disability or wheelchair-use excluded participants from the

study.

A number of studies commented on the lack of self-reported tools demonstrated as
valid for use with adults with learning disabilities, often accompanied by the
argument that better measurement would enable monitoring of progress towards
reducing inequalities in access to physical activity (Johnson, Yun and McCubbin,
2014). The development of the Learning Disability Physical Activity Questionnaire
(LDPAQ) is reported by Pakravan, Ghazirad and Shaddel (2022) in response to their
perceived need for a tool specific for use within this population, noting the difficulties
with communication experienced by people with learning disabilities that can affect

their ability to respond to verbally administered tools. The authors report the previous
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adaptation of the IPAQ into the IPAQ-ID, noting the IPAQ to be the closest, most
appropriate tool currently available for people with learning disabilities, but criticise
the IPAQ-ID for its reliance on proxy reporting. The LDPAQ was designed for people
with mild, moderate and severe learning disabilities to be able to use themselves,
taking a concise, Easy Read, picture-based format and was tested in a range of
community and inpatient settings. It was designed to be applicable to wheelchair
users, but there is no comment on its applicability to those with profound impairment.
The authors note how that, in addition to measuring activity, it enables further
conversation about participants’ interests and activities they might enjoy. The
LDPAQ is a promising development but does not yet seem to have been subject to
further testing of validity or reliability or adopted for widespread use, with a search for

published articles relating to the tool yielding no further results.

Current focus remains on use of existing tools in people with learning disabilities.
Inactivity rather than activity behaviours was the focus of Lynch et al.’s (2024) study
exploring self-report by people with learning disabilities, which employed the IPAQ-
SF alongside the Rapid Assessment of Physical Activity (RAPA) questionnaire,
noting both to be validated for use within this population. The outcome measures
were either self-reported or proxy reported. While both measures demonstrated low
activity levels, additional comment was made regarding the IPAQ-SF being
potentially too complex for use by this population because of the requirement for

recall and perceived complexity of questions.

A similar argument is posed by Soundy et al. (2014) within their narrative synthesis

exploring physical activity measures, although in this instance concentrating on
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people with severe mental illness. From the studies identified, they noted
shortcomings in how and why particular measures were selected for use, but how
further work is needed to validate tools with people with severe mental iliness.
Particularly difficulties in self-report measurement identified with this population
include potential cognitive impairments, such as short attention span, issues with
comprehension, information retrieval and reporting, and tools may require recall of
information over an extended period (Soundy et al., 2014). Vancampfort et al. (2016)
and also Rosenbaum et al. (2020) suggest that variability in mood and other mental
health symptoms may also affect self-report response. The latter also note the
potential for difficulties in accurately recalling intensity of activity (Rosenbaum et al.,

2020).

Both Soundy et al. (2014) and Vancampfort et al. (2016) note the potential for tools
not to capture activity that is unstructured and/or of a low intensity; the study
reported by the latter involved use of the IPAQ with 20 participants with the specific
diagnosis of bipolar disorder. Vancampfort et al. (2016) found inaccuracies in self-
reporting of energy expenditure when compared with data measured by a
Sensewear armband and concluded that the IPAQ should be used with caution in
this population. Noting the lack of self-reported physical activity measures for people
experiencing mental illness, Rosenbaum et al. (2020) report on the development and
reliability of a simple, deliberately quick to administer, five-item physical activity
questionnaire (SIMPAQ) in this population. It asks respondents to recall time spent
1) in bed overnight, 2) sedentary, 3) walking, 4) exercising and 5) engaged in
incidental activity over the past 7 days. While it was found to be reliable and valid in

comparison with ActiGraph accelerometer data, it is designed as a clinical tool
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intended for administration by healthcare professionals, which limits its applicability
to a disability sport and physical activity context. The SIMPAQ tool appears to
require a great deal of activity recall and does not take account of those with physical
impairments by specifying walking as one of the measures, although participants
within this study were not observed to have any issues with being administered the
tool. However, as might be expected, inaccuracies with self-report were noted in
people with cognitive impairment. The authors note how existing tools such as the
IPAQ are not sensitive to short durations of physical activity, under 10 minutes, that
may be beneficial to mental health; Vancampfort et al. (2016) made similar
observations within their study cohort and suggest further work is needed to address
the failure of this tool to capture the lowest intensities and durations of unstructured

and incidental physical activity that may still provide benefit.

Assessment of sitting time using the IPAQ was of particular interest in a study
involving people with Schizophrenia reported by Duncan et al. (2019), with intention
of exploring ways of reducing this time as a low intensity means of increasing
activity. However, in comparing survey outcomes with accelerometer data, they
found the tool unsuitable for this purpose, as levels of sedentary behaviour were
underestimated. They also question the wording of the question asking about sitting,
rather than considering other sedentary postures such as lying/reclining. Issues with
data comparison resulting from a high level of ‘don’t know/not sure’ responses was
noted in this study. Potentially, this could be reflective of issues with self-reporting in
this population, attributed to possible memory impairment, deficits in attention and
executive function, symptoms of apathy and lack of motivation to recall and report,

and the level of effort attributed to everyday activities.
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2.5.3 Exclusion of people with severe impairment from evaluation

Self-report remains the most cost-effective measure of physical activity at a
population level (White et al., 2016) and is reportedly less burdensome to
participants and administrators (Clina et al., 2024), although | would argue there is
potential burden if the tool is not easily accessible to the individual being surveyed.
Additional limitations are noted in participant recall bias, use of scales that are not
comparative with other measures or do not provide information about the four
domains of physical activity that can be measured with objective devices: frequency,
intensity, time or type of activity (FITT) (Soundy et al., 2014). It has also been noted
within a number of papers that self-report may not be sensitive to the recall of light or
unstructured physical activities (Soundy et al., 2007; Farina et al., 2019; Seves et al.,

2021).

There is acknowledgement within this literature review of the inaccessibility of
existing evaluation approaches to participants within literature review; across all
methodological approaches there were examples of the exclusion of people with the
most severe forms of impairment. Ptomey et al. (2017) had specific requirements for
participants to be able to communicate preferences, wants and needs, either through
spoken or sign language or AAC but this, nevertheless, excluded people with the
most severe impairment from participating. Participants within Lankhorst et al.’s
(2019) study exploring the use of device-based measurement included disabled
young people with cerebral palsy and spina bifida, but all were ambulant and were
acknowledged to have relatively mild forms of impairment. Leung, Siebert and Yun

(2017) note the frequency with which people with severe learning disabilities are
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excluded from research, asserting that this is potentially due to cognitive function
and the challenges this poses to data collection. However, the authors note how this
limits full understanding of activity levels in people with learning disabilities and
necessitates the development of user-friendly and inclusive measurement protocols

for the use of accelerometer devices.

Adults living in institutional settings and those not able to communicate verbally were
excluded from the study described by Hassett et al. (2021), which involved a cross-
sectional national survey of the leisure time physical activity participation of adults
with and without a disability in Australia. The telephone-based AusPlay survey is on
a par with the Sport England administered Active Lives Survey in that it was
developed by Sport Australia with the aim of gaining a population-level
understanding of sport and physical activity participation. Disability is determined by
asking whether the person has: “A disability or physical condition that restricts his or
her life in some way and has lasted or is likely to last for at least 6 months” (Hassett
et al., 2021). Participants are then asked what sport and physical activities they have
participated in within the previous 12 months, up to 10 activities, starting with the one
they have participated in the most. They are then asked to remember how many
times they have taken part over the past year, and how long they took part on the
most recent episode of participation. As with other aforementioned population-level
studies, these responses are then compared with physical activity guidelines. Aside
from the need for verbal communication for a telephone-based interview, the task

itself requires significant capacity to recall activity over the previous 12 months.
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Inability to verbalise responses also excluded non-verbal people with severe learning
disabilities in a study described by Dixon-Ibarra et al. (2018). The authors discuss a
qualitative evaluation involving interviews with 12 people with learning disabilities
who undertook a programme to promote physical activity in their group home setting.
The authors note that participants were selected based on the mild nature of their
impairment and ability to communicate in an interview. One site of intervention did
not have a participant interviewed because all residents had severe learning
disabilities and were non-verbal, so were not able to communicate their responses
using the selected method. Staff were interviewed instead, and voices were
therefore excluded using this methodology. This again reflects concerns raised
within the scoping exercise about the lack of recognition of the perspectives of

people with the most severe and complex impairment.

The perspectives of participants were almost entirely absent from the programme
evaluation described by Matthews, Seaman and Bremer (2023), of an 8-week virtual
physical activity programme for people with learning disabilities. Occurring in Autumn
2020 during the restrictions of the Covid-19 pandemic, access to the programme and
to the evaluation relied on the technical skills of participants and their carers and the
study took a mixed methods case study approach, incorporating the use of tools for
measuring demographic data (Washington Group Short Set of Questions on
Disability), emotional functioning (Pediatric Quality of Life Inventory), physical literacy
(PLAYparent) and the IPAQ-A for physical activity, along with surveys and
interviews. The authors acknowledge limitations in the use of survey tools,
specifically the potential for inaccuracies resulting from miscommunication or

different interpretations of the questions. Access to the study was limited to
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participants who had the cognitive and language ability to read, write and speak, or
who had a carer who could do this on their behalf, and it is noted that all surveys and
questionnaires were completed by carers, bar one participant of the 15 involved in
full data collection, who was able to do this themselves. Interviews did involve
participants alongside their carers, although they are described within the text as
caregiver interviews, so it is unclear how much the participant themselves was
involved. It should be noted that some of the participants (6 of 15) were children, but
as other examples demonstrate, creativity with methods can enable more thorough
participation. Alongside their traditional methods of interviews, focus groups and
participant observation, Carter et al. (2014) also designed a series of activity packs
and group surveys for engaging disabled children in their research, enabling
inclusion of those with a range of cognitive and functional abilities, with additional
support provided, as required, to ensure their ability to contribute their thoughts and
feelings about the wheelchair sports club being evaluated. The activity pack included
an information sheet, stickers, colouring pencils and activity sheets that encouraged
them to: “Draw a picture with a wheelchair in it; write a story about a child and a
wheelchair; and write down three brilliant things you can do in a wheelchair” (Carter
et al., 2014, p. 941). The group interviews enabled them to speak or write their

responses.

Dairo is lead author on two papers within this review that both reflect on the absence
of people with severe to profound learning disabilities within evaluation studies
(Dairo et al., 2016; Dairo, Collett and Dawes, 2017). The lack of inclusion of people
with the most severe levels of impairment is first acknowledged within a systematic

review exploring evidence relating to physical activity levels in adults with learning
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disabilities (Dairo et al., 2016). In the 15 studies they reviewed, it was noted that
most participants had mild to moderate severity of learning disability, and the authors
concluded that other studies should consider those with severe and profound
impairment. They also note inconsistencies in measurement of prevalence of
learning disabilities, including differences across methodologies. The authors
considered mechanisms of measurement in their review, which were both objective
(accelerometers and pedometers) and subjective (diaries, semi-structured interviews
and questionnaire surveys: International Physical Activity Questionnaire (IPAQ),
Physical Activity Checklist Interview (PACI), physical activity scale, National Health
and Nutrition Examination Survey (NHANES lll), along with direct observation. Dairo
et al. (2016) assert objective measures to be practical for use with people with mild
to severe impairment, but that they have not been used with people with profound
learning disabilities. Additionally, they note that the validity of subjective measures
for use with people with learning disabilities is unclear, with only the IPAQ validated
for use with this population. The authors note that different physical activity
guidelines were used as outcome measures for levels of activity, which differed in
whether they favoured frequency and intensity or steps per week. In total, only 9% of
participants achieved the global physical activity guideline of 150 minutes of
moderate to vigorous physical activity per week. This focus on measurement of
performance levels of activity, with participation conceptualised in relation to
performance rather than involvement or engagement, is interesting to contrast with

other studies exploring outcomes valued by participants.

Firkin, Obrusnikova and Koch’s (2024) more recent scoping review synthesising

approaches to quantifying physical activity and sedentary behaviour in adults with



81

learning disabilities again noted vast diversity and inconsistency in the
methodologies adopted and offered some useful considerations for future
approaches. From their findings, the authors assert that attention should be paid to
tailored preparation, instruction and behavioural strategies that are required when
working with people with learning disabilities: these might include further
consideration of the support provided, such as verbal administration of
questionnaires. It is noted that many studies provided instructions for participants
that relied exclusively on spoken language; providing verbal instruction may not be
inclusive enough and may require supportive written information (I would add, ideally
Easy Read and supported by images). The authors note the need to adapt
questionnaires to be relevant, feasible and valid for adults with learning disabilities
and to create strategies that enhance accuracy of both self and care-giver

responses.

2.5.4 Proxy report — disempowering or an opportunity for

inclusion?

Within the scoping exercise, providers expressed a desire for people with even the
most severe impairment to be able to share their own experiences within evaluation,
with proxy reporting as a very last resort. The following studies consider the use and
accuracy of someone else responding on behalf of a participant. Focusing on 72
older adults with learning disabilities, Lynch et al. (2024) compared objectively
measured activity levels using an accelerometer (ActivPAL) with self-reported levels
using the International Physical Activity Questionnaire short form (IPAQ-SF), noting
deficiencies in using the IPAQ to determine activity levels in this population. The

questionnaire was administered as part of a face-to-face interview with the
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participant, with a proxy present if required, requiring recall of the type, intensity and
quantity of physical activity undertaken within the previous 7 days. Lynch et al.
(2024) also report on their mechanisms for informed consent, with 32% of consent
responses coming from proxies, while Easy Read information and consent forms
facilitated informed consent for those who were able to complete this themselves.
While self-report is known to be one of the predominant methods of determining
physical activity in people with learning disabilities, the authors note previous
questioning of the accuracy of recall in such approaches with this population. In this
case, the self-report tool overestimated moderate and vigorous levels of physical
activity and underestimated mild activity, including questionnaires completed by
proxy report, indicating it is not the best tool for determining activity levels in older

adults with learning disabilities.

Two other studies within this review offered a comparison between the IPAQ-SF and
devices in adults with learning disabilities (Dairo et al., 2016; Moss and Czyz, 2018),
although Dairo, Collett and Dawes (2017) found, in contrast with the more recent
study from Lynch et al. (2024), that moderate and vigorous levels of physical activity
were under rather than overestimated. Dairo, Collett and Dawes (2017) specifically
sought to involve people with profound forms of learning disability, noting their
exclusion from other research and the relationship between physical activity levels
and severity of learning disability. As such, they took measures to involve such
participants, including enabling space and time for the consent process and
identifying, where a person lacked capacity to consent in line with the Mental
Capacity Act (UK Government, 2005), a proxy decision maker was identified to

consent on their behalf. Ten people were able to consent for themselves, while 10
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required a proxy to consent on their behalf. The IPAQ-SF they used was adapted
with pictures of physical activity and time but was either self-completed or completed
by their proxy rather than involving the researcher. This recall of physical activity
from the previous 7 days was compared with data from a wrist-worn accelerometer
worn for the same time period. Twenty participants were included (levels of
impairment profound (n = 5), severe (n = 7), moderate (n = 4) and mild (n = 4)), and
they found that self and carer-reported physical activity had perfect agreement on
the IPAQ-SF, asserting it to be a useful form of measuring physical activity, including
people with profound learning disabilities. The accelerometers were also reliable

measures, but they were less tolerated or accepted for wear.

In contrast with the aforementioned approach by Dairo, Collett and Dawes (2017) to
enable involvement of people with profound and severe learning disabilities, Moss
and Czyz’s (2018) focus was the accuracy (or as it transpires, inaccuracy) of proxy
report. Moss and Czyz (2018) found the IPAQ-SF to be inaccurate in determining
physical activity levels in 58 adults with moderate to mild learning disabilities, in their
exploration of agreement between proxy-report using the tool and use of the
ActiHeart, a combined heart rate monitor and accelerometer. It was found that, from
comparison with ActiHeart data, caregivers significantly underreported levels of
physical activity using the IPAQ-SF. It is significant that all IPAQ-SF responses in
this study were completed by carers on behalf of participants; the authors recognised
proxy-report as a common and widely used approach and noted a desire for
consistency in data collection. It is acknowledged as a limitation that caregivers may
not have full awareness of activities undertaken by a person and may only be able to

report their own perceptions of activity levels rather than the true performance and
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effort of activity undertaken. However, no comment is made on the ability or agency
of participants in completing such forms themselves and there appears to be an
assumption that people themselves would not be capable of accurate reporting,
which is not necessarily the case. It was also noted that one participant was unable
to complete a graded step test due to immobility. This signals the inclusion of
ambulant people without mobility impairments, and potentially indicates the exclusion

of people with profound experiences of learning disability.

Although focusing on people living with dementia, Farina et al. (2019) proffer the
potential of proxy report to counter issues with cognitive recall in people with
dementia, but note that such approaches would need validation against objective
measures, as has been undertaken here by Moss and Czyz (2018). Farina et al.’s
(2019) scoping review of physical activity measurement approaches concluded a
lack of standard approach or specific tool for assessing physical activity in people
with dementia. They also noted general difficulty in assessing physical activity in
older adults because this population tend to participate in frequent but lower intensity
and unstructured physical activity, which is more difficult to recall than structured,
higher intensity activities (Farina et al., 2019). All 18 studies identified used self-
report questionnaires of older adults. Ten of these adapted self-report questionnaires
for older adults to allow for proxy report on behalf of the person with dementia,
affecting the validity of these questionnaires; there are also additional comments (as
with other studies) regarding the accuracy of proxy report in knowing how much
physical activity has been undertaken and at what intensity. Some mention was
made of the use of device-based measurement within people with dementia, noting

the potential for poor adherence to wear time. Finally, the point is also made that
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recall issues may not be present in some people with dementia, particularly in the
earlier stages, so it should not be assumed that people with dementia require a
proxy (if one is available) to report on their behalf. Farina et al. (2019) suggest that
shortened question length, use of prompts, cued recall, and greater focus on lighter
or less specific physical activities, may lead to more successful self-reporting within

this population.

Returning to consider people with learning disabilities, Johnson, Yun and McCubbin
(2014) instead took the more empowering approach (than proxy reporting) of
assessing the convergent and discriminant validity of involving a secondary source
(family member, carer or support staff) to enable 37 participants with learning
disabilities to self-report themselves using the NHANES Ill survey, comparing
responses with objective measurements of activity from accelerometers and
pedometers. The NHANES Ill survey focuses on determining whether participants
have in the past week walked, jogged or run 1 mile or more at a time without
stopping, ridden a bicycle, swum, participated in aerobics or aerobic dance, other
dancing, calisthenics or floor exercise, done gardening or yard work, or lifted
weights, and the duration of these activities. While the devices offered better
psychometric properties than self-report tools, the researchers found the use of the
NHANES Il survey with assistance as a reliable procedure. Issues with recall are
likely to be resolved with support, although this does rely on the perspective of the
supporter to also remember and know what activities have been undertaken.
Additionally, there is no opportunity to specify other activities. Another critique
observed is the lack of mention of complexity of learning disabilities; the procedures

undertaken suggest the lack of inclusion of people with profound forms of
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impairment.

2.5.5 Identifying and valuing participant outcomes

Two of the qualitative programme evaluations included within this review suggest the
lack of quantitative outcome measurement within their studies as a potential
limitation, raising questions regarding what is viewed as valuable in terms of
knowledge and linking to earlier discussions regarding epistemic justice. Using focus
groups as an approach, although pre- and post- intervention, Pochstein (2022)
describes their evaluation of an 8-week community-based programme enabling
access to mainstream sport for children with learning disabilities (Pochstein, 2022).
Their study involved 15 families, and the method is described as enabling interactive
involvement of all participants and they describe the consenting process where easy
language information was provided and children who could not read were read the
participant information. Despite describing an open research approach that
considers perspectives of all stakeholders, Pochstein (2022) suggest as a limitation
that they did not use questionnaires or scales to measure outcomes in a more
statistical way, suggesting a lacking in their approach that could be addressed in
future. Considering their approach enabled the perspectives of participants to be
heard, it is interesting that they feel more would be gained from the use of tools —
although it is not suggested what tools may be most appropriate. A suggestion for
the future potential use of quantifiable measurement of clinical or other outcomes is
also included in the limitations offered within Ovenden, Dening and Beer’s (2019)
exploration of the impact of a Boccia group on the lives of people with dementia.

They conducted interviews and observations of six people with dementia, 10 carers
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and six organisers, and describe the process of informed consent, where carers
were approached in cases where the person was deemed to lack capacity, for
participant observation to be undertaken. Where people with dementia were
interviewed, it is noted that responses were often briefer, although no specific details
are provided on the mechanisms of the interviews — how many were conducted with
people with dementia alone and how many involved caregivers speaking with or on
behalf of the person with dementia. Again, there is no suggestion of what measures
might be used, only that this would provide quantifiable evidence of the benefits of

Boccia.

Ross, Case and Leung (2016) suggest the development of effective physical activity
intervention and promotion strategies would be better supported by considering
alternative and more meaningful measurement approaches that go beyond the
consideration of FITT. Within their paper, Ross, Case and Leung (2016) report on
work to align physical activity measures with the ICFDH Framework for childhood
disability, noting a misalignment in theory and measurement practices, in that current
approaches focus on a biomedical framing of physical activity in terms of objectively
quantifying performance and activity levels, that assumes greater energy
expenditure means better health outcomes. While this connection is not in question,
they do query whether low objective scores translate to poor health, experiences or
other outcomes, and low intensity may be due to particular factors that cannot easily
be explained from data. The authors discuss an alternative conceptualisation of
physical activity beyond the bodily experience that considers additional dimensions
such as participation, to better capture and describe self-perceived experiences,

engagement and the nuances of physical activity behaviour.
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Following on from this study, Ross and Case were also part of a team that
conducted a systematic review of conceptual and methodological approaches to
considering physical activity participation in disabled children (Ross et al., 2016).
Within this paper they discuss the need to differentiate between physical activity
engagement and participation as two separate concepts that require different
measurement and note from their review that while some studies focus on
measuring performance aspects of physical activity, some use alternative
participation measures, such as subjective perception of involvement, inclusion or
enjoyment that account for the quality of the experience, which is perhaps better
described as engagement. Because there may be limitations noted in the
measurement of physical activity performance in disabled children, considering
additional aspects of participation enable equity in the measurement of sport and

physical activity in this population.

As noted by Shirazipour and Latimer-Cheung (2020), research is lacking that
considers the subjective perceptions of disabled military veterans on their desired
outcomes from sport and physical activity. Understanding what makes a high-quality
physical activity participation experience and what outcomes are valued was the
focus of their study involving 18 disabled veterans (Shirazipour and Latimer-Cheung,
2020). The physical activity outcomes valued, identified from participant interviews,
related to the psychological and social benefits of participation and opportunities for
advancement. A recognised limitation of this study is that participants were involved
in competitive and parasport rather than community-based exercise. While this
should have excluded this study from consideration within this review according to

aforementioned exclusion criteria, the paper offers useful commentary on how a
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focus on quantity without quality can limit understanding and evaluation of whether
full and equitable participation is being achieved. Shirazipour and Latimer-Cheung
(2020) refer to use of the Quality Parasport Participation Framework that can support
the creation of programme conditions that promote quality of participation (Evans et
al., 2018), which resulted from the work to broaden the conceptualisation of
participation, beyond the traditional focus on performance (Martin Ginis et al., 2017).
This consideration of participation as a multi-faceted construct led to the
development of the Measure of Experiential Aspects of Participation for People with
Physical Disabilities (MeEAP), as discussed within the paper by Caron et al. (2019).
The authors assert that understanding the subjective experience of participation is
necessary for the design of meaningful, participation-enhancing programmes (Caron
et al., 2019). Sport or exercise (separately) are two of the domains that this tool can
be used to measure. It consists of 12 statements, two for each of the six, subjective,
experiential aspects of participation that are recommended for measurement:
belonging, autonomy, mastery, challenge, engagement and meaning. When
delivered to evaluate sporting participation, each statement would be preceded with:
“When engaging in sport, | feel...”. Responses are then given on a seven-point scale
from 1 (strongly disagree) to 7 (strongly agree). Although potentially quite quick to
complete, how the questions are structured and asked may prove difficult for those
with a learning disability, particularly in the requirement to respond on a scale that
requires abstract thought. Although proxy report is permitted, this is a disempowering
approach to using a tool that offers potential for measuring physical activity beyond
performance. It is noted that the tool can be used as an outcome measure or to
explain broader outcomes and can be used in programme evaluation to provide

insight on the conditions required to facilitate participation. The MeEAP was used to
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explore quality of participation as part of an ethnographic mixed-methods evaluation
of an adapted paddleboard programme reported by Berthiaume et al. (2024 ), which
also explored strategies for supporting meaningful engagement. Nine people with
physical disabilities participated, although it is noted that the inclusive approach and
lack of focus on impairment type meant that no specific questions were asked of
participants regarding the nature of their disability. From the MeEAP, participants
identified high-quality levels of participation, with belonginess, autonomy and
engagement as particularly prescient aspects. Strategies were also proposed within
the evaluation for increasing engagement and quality of participation, enabling a

process of learning from evaluation.

Referring back to Caron et al. (2019), Berthiaume et al. (2024) note that sport and
physical activity researchers have questioned the absence of enjoyment from these
experiential aspects of participation. Enjoyment as an outcome of physical activity
was specifically explored by Murrock, Bekhet and Zauszniewski (2016) in their
psychometric evaluation of the Physical Activity Enjoyment Scale (PACES) in adults
with functional limitations and was determined an important construct for
understanding participation. Functional limitations are defined within the study as
real and perceptual restrictions of the ability to carry out activities required for
independent living in the community. The participants were selected from an
apartment complex for disabled people, but wheelchair users were excluded. The
PACES is an 18-item scale that asks people to rate how they feel about the activity
using a 7-point Likert scale, from 1 (I enjoy it) to 7 (I hate it). The scoring of the
questionnaire results in an overall enjoyment for physical activity score. Murrock,

Bekhet and Zauszniewski (2016) found the PACES to be reliable and valid from their
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study of 40 adults with functional limitations undertaking a 12-week dance
programme. While it is a potentially useful tool for understanding enjoyment as an
aspect of participation, the limitation to this singular domain potentially limits its

application.

Quality of life is another outcome that was identified within the scoping exercise in
Section 2.3 to be challenging to measure. Strongman et al. (2023) explored the
experiences of 14 people with visual impairment undertaking a mat-based Pilates
programme as a ‘return to sport’ after the Covid-19 pandemic. Among other
measures, qualitative surveys and interviews, the team used pre- and post-
measures of quality of life (WHOQUAL_BREF), which asks 26 questions across the
domains of physical health, psychological, social relationships and environment, with
Likert-scale style responses ranging from very poor to very good. Following the
intervention, there were no statistically significant quantitative changes in quality of
life, whereas the interviews revealed additional outcomes including the value for
overall function, wellbeing and mental health, the sense of community formed,
independence and competence. As all measures were administered by a researcher
interview, it can be assumed there were minimal accessibility issues for the use of
such methods with people with visual impairments. There is no questioning
regarding the applicability of the measures themselves within this study, but it is
suggested that measured scores were already strong for participants pre-
intervention with limited room for improvement. It is interesting to note, however, that
the qualitative interviewing revealed additional aspects that were valued by

participants.
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One advantage of the qualitative approaches seen within the programme evaluations
reviewed here is the exploration of the outcomes of participation in disability sport
and physical activity that were most valued from a participant perspective. In the
case of Schmid, Short and Nigg’s (2019) report on a qualitative process and
outcome evaluation of non-profit organisation AccesSurf Hawai’i, which provides
adaptive ocean-based sports activities to disabled children and adults and to
wounded veterans, programme outcomes were not already defined. Their evaluative
process enabled the exploration of outcomes that were most valued to participants
(Schmid, Short and Nigg, 2019). The evaluation was conducted using a single, six-
participant 120-minute focus group with the aim of exploring, using a qualitative
approach, participants’ own outcomes, enabling the development of relevant
programme outcomes. Participants identified a series of immediate outcomes of
having fun and feeling free, and longer-term physical, mental and social outcomes of
participation. The authors acknowledge this qualitative approach appropriate to a
situation where outcomes are not already clearly defined but acknowledge that
definition of goals will need to be determined. They recommend the creation of
research-based outcome measures for future evaluation, with the starting point from

a participant perspective.

Willis et al.’s (2018) realist approach to evaluation also explores connections
between the context, the programme and the outcomes, i.e. what works, in what
conditions and how (Chen, 2018; Willis et al., 2018). Their evaluation of an adaptive
physical activity intervention for disabled children and young people, explores ideal
conditions for participation. This approach is designed to improve understanding of

the mechanisms that enable participation in sport and physical activity, viewing
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participation as a process rather than an outcome; the study findings point to
participation as the first step to a range of other outcomes as a result. As is common
for a realist approach, qualitative approaches were adopted by researchers, namely
ethnographic methods of participant observation, interviews and focus groups to
explore the experience of 31 participants and their parents and found a range of
outcomes in addition to the main goal of optimising participation, along with a
number of mechanisms for enabling participation. The authors note how realist
approaches can inform tailoring of interventions and policy regarding, for example,
optimising participation, but also towards the achievement of additional objectives; in
short, this is an approach that views evaluation as an opportunity for organisations to

learn and improve, with benefit to participants as a result.

2.5.6 Accessibility of evaluation methods to providers

All papers discussing programme evaluations employed in-depth academic
researcher-administered qualitative methods, including surveys, interviews and focus
groups. Willis et al. (2018) included a range of ethnographic methods. | appreciate
the focus of the literature search on peer-reviewed academic papers influences the
prevalence of academic research approaches to evaluation, but some participants
within the scoping exercise also recognised their previous commissioning of external
academic researchers for their programme evaluations, so the inclusion here is

relevant.

It is acknowledged that the type of programme evaluations described require

capacity in terms of time and specific skills to complete; ethnography in particular is
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time intensive requiring extensive engagement in the field (Willis et al., 2018).
Similarly, Carter et al. (2014) undertook a series of qualitative activities including
participant observation (10 sessions observed by a team of researchers), focus
groups and interviews to explore the experience of 63 people connected with a
wheelchair sports club for children, which would have taken time and expertise to
plan, collect and analyse data. Such approaches are therefore not necessarily
accessible to providers without commissioning external support, which reflects
providers’ concerns raised within the scoping exercise about their own abilities and
capacity to complete evaluation tasks. Some aforementioned questionnaire tools
also require administration by an interviewer and take time to complete; referring
back to the PARA-SCI, which requires around 20-45 minutes (Nightingale et al.,

2017).

2.6 Summary and research gap

This chapter has established the current picture of evidence related to the evaluation
of disability sport and physical activity from the perspective of those involved in the
field, as part of the scoping exercise, and from an academic perspective from within
the published literature. From both approaches to gathering information, it has been
identified that it is not currently possible to evaluate the participation of disabled
people in sport and physical activity in an accessible and inclusive way, using means
developed in partnership with disabled people, taking account of their experiences,
needs and preferred outcomes. This chapter has considered population-level
measurement, objective device-based and subjective questionnaire-based

approaches, and project-level evaluations. The issues highlighted within the scoping
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review were also reflected to some extent within the thematic discussion of published
literature, particularly accessibility of approaches to participants with a range of
cognitive abilities. The limitation sections of included papers were often most
revealing in terms of detailing the difficulties with administering tools and the need to
rely on proxy report, also in recognising, in some cases, the absence of people with
the most complex forms of cognitive impairment. Questions also arose around the
purpose of evaluation within the scoping exercise and within the literature review,
relating to questions around what outcomes are valued; those that measure the
quantitative performance of an activity or those that express the subjective
experience of being involved. As seen within the scoping exercise, consideration
was given to the capacity of providers in having the skills, knowledge and time to

engage in complex evaluation processes.

Considering the literature review themes from an occupational science perspective,
the existence of occupational injustice is present in the exclusion of people from
participation in evaluation processes through failure to consider accessibility needs
of individuals and the inaccessibility of the methods employed. There is also failure
in many cases to consider the full range of outcomes from participation in

occupations that can contribute to health and wellbeing.

Research aims and a research question cannot be articulated at this point as this
was the result of a collaborative research process that will be explored later within
this thesis. The following chapter will explore the theoretical and conceptual
framework underpinning this work with disabled people to address the need for

change.



96

Chapter 3 Conceptual Framework

3.1 Introduction

This chapter outlines the theory and concepts that underpin the approach taken
within this thesis. Theory offers a lens through which to view the issue at hand and
also influences the questions asked within the research, the type of research
undertaken and methods used, and how findings are handled and interpreted
(Cooper and Meadows, 2016). Additionally, such a lens can help focus any learning
from the data, contributing towards calls for action or reform (Creswell, 2014); an
appropriate theoretical framework will therefore support this project’s focus towards

change.

The chapter begins with an exploration of key concepts involved within this study:
disability, evaluation, participation and physical activity. | do not offer finalised
definitions here; these were starting points guiding my approach to the project, but
were further discussed with co-researchers, resulting in alternative perspectives
influenced by lived experience. This approach recognises fluidity in language and the

influence of varying conceptual, theoretical and political standpoints.

| proceed to explore and explain the overarching paradigm that has driven my
approach to this research, which draws on ideas of transformation and change. |
explore the ontological and epistemological assumptions that support the
Participatory Action Research (PAR) approach and introduce the theoretical lenses

through which the project was shaped, primarily critical disability theory, occupational
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justice and epistemic justice. Some consideration is given to the notable tensions

between critical disability studies and occupational therapy practice and theory.

It should be noted that the definitions of a conceptual framework and theoretical
approach are aspects required of the PhD process that sit outside of co-researcher
involvement; the decisions made within this chapter have been mine alone; yet they
have no doubt influenced how the project was presented to co-researchers and
therefore, in turn, have shaped the contributions that have been made to the Voices

for Inclusive Activity project that sits within it.

3.2 Key concepts

Key terms and concepts will now be explored, namely disability, evaluation,

participation and physical activity.

3.2.1 Disability

Language and terminology is key to the construction of disability; disablist language
is used to separate disabled people as ‘other’ from ‘normal’ society (Marks, 1999).
Issues related to definition include variation in recognition of who is disabled
depending on how disability is conceptualised and how many people do not identify
with the label of being a disabled person (Marks, 1999; Adams, Reiss and Serlin,

2015; Watson, 2020).
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Disability Rights UK notes how there is no single definition of disability in the UK, but
a number of definitions used for different purposes (Disability Rights UK, 2021).
Assessments of disability (which can vary by service or benefit being claimed) can
determine whether a person receives vital support or not, and this process is
steeped in controversy concerning what counts as disability and who is making that
decision. Impairment-focused definitions usually (but not without critique or
challenge) serve the purpose of determining a person’s eligibility to receive care,
welfare and other support. The UK Equality Act (2010), for example, refers to
disability as:

“A physical or mental impairment that has a 'substantial' and

long-term' negative effect on your ability to do normal daily
activities.” (UK Government, 2010)

Being ‘registered’ as disabled with a local authority can also enable access for carer

support, if required (Disability Rights UK, 2021).

Policy documents continue to use Medical Model definitions of disability; the UK
Chief Medical Officer's Physical Activity Guidelines (2019), for example, refers to
how barriers to society may hinder participation but not contribute to the base

definition of disability:

“Disability refers to people who have long-term physical (e.g.
spinal cord injury), sensory (e.q. visual impairment), cognitive
(e.g. learning difficulties), and/or mental impairments (e.g.

depression) which in interaction with various barriers may
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hinder their full and effective participation in society on an

equal basis with others.” (Davies et al., 2019, p. 46)

The World Health Organisation’s International Classification of Functioning, Disability

and Health (ICFDH) attempts to offer a universal definition of disability, as:

“An umbrella term for impairments, activity limitations and
participation restrictions. It denotes the negative aspects of the
interaction between an individual (with a health condition) and
that individual’s contextual factors (environmental and personal
factors).” (World Health Organisation, 2001, p. 221)

However, despite attempts to recognise social aspects and participation, the WHO
has been criticised for its impairment-based approach (Oliver and Barnes, 2012).
Despite this critique, my chosen approach to considering disability (rather than
defining it) was developed from the ICFDH definition for the United Nations
Convention on the Rights of Persons with Disabilities (UNCRPD) (United Nations,
2007) and recognises the changing complexity of the concept, taking account of
social and environmental factors alongside impairment and consideration of

participation:

“Disability is an evolving concept and that results from the
interaction between persons with impairments and attitudinal
and environmental barriers that hinders their full and effective
participation in society on an equal basis with others.” (United
Nations, 2007, p. 33)
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3.2.2 Evaluation

Evaluation, as a vital aspect of the occupational therapy process, is usually

concerned with assessing and appraising the outcomes of an intervention, often in a
way that is quantifiable (Hocking and Whalley Hammell, 2017). This definition could
be applied more broadly to any intervention or programme of activity. However, | am
going to frame my approach with Merten’s (1999) definition of inclusive evaluation in
mind, as this considers the purpose of evaluation and who it benefits, and connects

with the overarching philosophical approach that will shortly be explored:

“Inclusive evaluation involves a systematic investigation of the
merit or worth of a program or system, for the purpose of
reducing uncertainty in decision making, and to facilitate
positive social change for the least advantaged.” (Mertens,
1999, p. 5)

3.2.3 Participation

Participation in cultural life, recreation, leisure and sport is recognised as an Article
within the aforementioned UNCRPD (United Nations, 2007). As an occupational
therapist | am drawn to the profession’s conceptualisation and definition of
participation, as one of the basic tenets of our work is to enable full and meaningful
participation in all aspects of life (Law, 2002). Unsurprisingly, definitions within the
profession’s literature take an occupational focus. In defining participation as one of
the core concepts of occupational therapy, Creek (2010) extends a definition within

the WHO’s ICFDH but with a particular reference to activity: “Involvement in life
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situations through activity within a social context,” (World Health Organisation, 2001;
Creek, 2010). While it considers involvement as an aspect of participation, the
ICFDH conceptualisation has been criticised for reliance on observable
measurement of ‘how much’ and ‘how well’ a person participates, rather than their
subjective experience (Engdahl-Hggasen and Bentzen, 2023). Within the
Occupational Therapy Practice Framework (OTPF, 2020), participation is defined as
an outcome, with a definition that makes specific reference to personal satisfaction

and meaning:

“Engagement in desired occupations in ways that are
personally satisfying and congruent with expectations within
the culture.” (Boop et al., 2020, p. 67)

Schell, Gillen and Scaffa (2014) consider specific occupations but also recognise the
meaning and subjective experience of participation, which makes it my definition of

choice:

“Involvement in life situations (e.g. self-care tasks, domestic
life, education, employment, social and civic life). Participation
encompasses passive participation (e.g. observing others or
listening). Occupational therapists generally include additional
elements such as the meaning of participation and people’s
subjective experience of participating.” (Schell, Gillen and
Scaffa, 2014, p. 1238).

However, it will be essential to move from professional perspectives to work with co-
researchers to consider what meaning participation holds for disabled people. As

Hammel et al. (2008) note, current conceptualisations and assessments of
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participation focus on the performance or doing of an activity, rather than the
meaning or experience. Rather than seeing how they fit with predetermined norms

and standards, there is a need for disabled people to:

“Define and pursue participation on their own terms.”
(Hammel et al., 2008:1455).

3.2.4 Physical activity

How physical activity is defined determines how it is measured, what is measured
and what is important to measure. Many of the papers discussed within Chapter 2:
Literature Review referred to a definition from Casperson, Powell and Christenson
(1985), which is widely adopted within sport and physical activity research and

beyond (Warms, 2006):

“Any bodily movement produced by skeletal muscles that
results in energy expenditure” (Casperson, Powell and
Christenson, 1985:126).

Focusing on the physical aspects, this definition is firmly rooted in a biomedical
perspective and its adoption within the World Health Organisation’s Global action
plan on physical activity reflects the prevalent medicalised approach to physical
activity for health within the public health sphere (World Health Organisation, 2018).
The increasing focus on physical activity as a ‘universal panacea’, a concept
critiqued by Piggin (2020), can further segregate those for whom activities are not

accessible. Interventions such as exercise prescriptions from General Practitioners,
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for example, can fail to account for the wider social determinants of health.

Decisions at a policy level can influence what activities are included and supported
within a definition (Piggin, 2020). Within the UK Government’s (2015) report Sporting
Future, the distinction between sport and physical activity was removed for being
“‘Unhelpful, outdated and irrelevant,” citing how activities not traditionally defined as
“sport” are still tackling inactivity and getting people moving (Department for Culture
Media and Sport and UK Government 2015:27). The intention was to contribute to a
wider conceptualisation of physical activity to consider daily activities such as
gardening and household chores, which may provide more accessible opportunities
for physical activity than organised sport. While this signalled potential for a more
inclusive approach, the focus on physical activity within this thesis was guided by
engagement with disability sport and physical activity providers and participants and
later reaffirmed by work with co-researchers. From the scoping exercise (Section
2.3), it was identified that evaluation of recreational physical activity is most

problematic, with its potential to include a wider range of participants and activities.

Arguing for a more inclusive, holistic and ethically minded approach, Piggin (2020)
proposes a definition that recognises the complexity of physical activity beyond

bodily experience:

“People moving, acting and performing within culturally specific
spaces and contexts, and influenced by a unique array of
interests, emotions, ideas, instructions and relationships.”
(Piggin 2020:5)
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In its consideration of contextual factors, parallels might be drawn between this
definition and attempts to reconceptualise disability from an individualised,
impairment focus, towards consideration of the social and environmental factors that
contribute to disability. There is no reference within this definition to a connection
between physical activity and health, to level of activity intensity or to specific
activities. This counters arguments that physical activity requires a certain level of
intensity or involve particular activities to ‘count’ (as reflected within many physical
activity self-report tools), which can exclude disabled people. For these reasons and
its foregrounding of the importance of human experience, this definition of physical
activity guides my approach to this thesis, but the meaning of physical activity for

disabled people will be further explored.

3.3 The conceptual framework

3.3.1 Philosophical worldview

The philosophical worldview or paradigm provides guiding theoretical grounding,
beliefs and principles that shape and guide how knowledge is considered and
constructed, what are deemed appropriate methods of creating knowledge, what
counts as knowledge and what is ethical in the creation of this knowledge (Creswell,
2014). The theory and nature of knowledge (epistemology) in turn informs the
theoretical perspective, which then underpins the strategic process (methodology)
and the techniques, procedures and processes of the research (the methods)
(Crotty, 2003). This connection is illustrated in Figure 3.1, which shows the
congruence from the overarching philosophical paradigm, through to key theoretical

concepts and the selection of methodological approach. All of these will now be
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explored in turn.

Transformative Paradigm
A framework for addressing inequality and injustice through collaborative inquiry

Ontology Epistemology Axiology
Multiple, socially constructed realities Y

defined t

Ethical principles of respect,

beneficence a pushed
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Knowledge is sodially and historicall

Nd

factors, includ ng power and pnvilege between researcner and participant n pursuit of social justice
Conceptual lenses

Ciritical disability theory
Dis/Ableism
¢ Social model and social relationa
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Epistemic justice
Valuing alternative knowledge sources

» Co-creation of knowledge

Methodological Approach

Participatory Action Research

nteractive co-researcher link in defin ng the problem ¢ Power issues addressed 4 Issues of discrimination and oppression recognisea

MethOdSZ Can be guantitative, qualitative or mixed, but must be culturally appropriate

Figure 3.1: Theoretical Framework (Oliver, 1992; Mertens, 2007, 2018; Durocher, Gibson and
Rappolt, 2014; Goodley et al., 2019)

This study draws upon the Transformative Paradigm, an overarching philosophical
paradigm that extends from the Emancipatory Paradigm, which views disability as a
political problem (as opposed to an individual problem in the Positivist Paradigm and
a social problem in the Interpretive Paradigm), and advocates empowering disabled
people throughout the research process (Barnes, 2002; Oliver, 2002; Kramer-Roy,
2015). Working alongside disabled people is a political act and, as Oliver and Barnes
(2012) demand, disability research must be emancipatory, to create change, but
without reproducing the long history of oppression experienced elsewhere by

disabled people, including within research (Oliver and Barnes, 2012).

The Transformative Paradigm was developed as a renaming of the Emancipatory
Paradigm by Mertens in 2005 to emphasise active inclusion rather than a passive

process — furthering the idea of ‘doing with’ rather than ‘doing to’ (Mertens, 2009).
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Concerned with issues of power, social justice and human rights to confront
discrimination and social oppression, this paradigm developed from a desire for
research to do more to action change through collaboration with marginalised
individuals (Mertens, 2009, 2015; Creswell, 2014; Denzin, 2017). Adopting a
change-oriented worldview encourages ethically and morally sound collaborative
working that avoids further marginalisation to those experiencing inequalities and

imbalances of power (Mertens, 2015).

The need to do something different, to make change, was highlighted throughout the
initial scoping exercise outlined in section 2.3. Disability sport and physical activity
providers reported the need to adapt existing standardised tools, due to their inability
to apply the survey to their specific audience or setting, because of inaccessible
language or format or the irrelevance of particular questions. Such actions effectively
negated the standardisation of this measure, invalidating results and the possibility of
data comparison with other organisations who had used the tool differently. For other
organisations, adaptation was not possible, and they were unable to use this tool at
all. All were calling for a new approach to ensure they could demonstrate value and

ensure sustainability of their activities.

The Transformative worldview is related to the tradition of critical enquiry, a political
approach that is informed by the theory and practice of critical theory, which enables
people to gain understanding of, knowledge, power and control to make practical
change regarding issues affecting their own lives (Schwandt, 1997; Smith and
Caddick, 2012). This study will particularly draw from the work of three areas of

critical theory, critical disability studies, occupational justice and epistemic justice.
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As will be explored within Chapter 4: Methodology, Participatory Action Research
(PAR) is an appropriate research approach under the Transformative Paradigm.
There is a common underlying intention of redressing oppression through action,
with active involvement in decision making of marginalised people at all stages of the
research process, and dissemination that is focused on enhancing social justice and

human rights (Mertens, 2009; Creswell, 2014).

The selection of a paradigm is related to what the researcher perceives to be the
nature and structure of reality (ontological assumptions), and the relationship
between the researcher and the researched (epistemological assumptions), and this
drives what is counted as being knowledge and who is privileged to provide this
knowledge (Crotty, 2003; Smith and Caddick, 2012). The ontological and

epistemological assumptions within this study will now be explained.

3.3.2 Ontology

The Transformative worldview draws on critical theory and intersectionality to critique
how certain versions of reality and truth, what is thought to be true, are privileged
based on cultural positioning, and demands examination of the influence of power
and privilege on the social construction of reality, including consideration of
intersecting identities such as disability (Mertens, 2009, 2015; Smith and Caddick,
2012). In common with social justice approaches to research, the positivist value of
scientific neutrality is challenged within this study, where lived experience is elevated
as a highly valuable contribution to the co-creation of knowledge (Johnson and

Parry, 2016).
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The initial scoping exercise privileged the knowledge of those working daily with
disabled people to support their access to physical activity. As the research
progresses, it will be vital to ensure that multiple perspectives are included,
especially from people who may not otherwise be included in research, such as
those with multiple and complex disabilities. So, as seen within Chapter 2, where
published literature was combined with the scoping exercise experiences, it is
necessary to be inclusive of other sources to reach a more balanced and authentic

understanding of the research issue, in pursuit of epistemic justice (Whiteford, 2023).

3.3.3 Epistemology

Epistemology concerns what knowledge is and how it is produced. While research
under a Transformative Paradigm draws on constructionism, in that meaning is not
‘discovered’ but constructed within a social context, a more critical approach is taken
in pursuit of action towards social justice (Crotty, 2003). The epistemology of this
approach recognises an interactive link between co-researchers and participants
through co-production and how any of the co-researchers’ values cannot be
separated from the joint construction of knowledge (Smith and Caddick, 2012;
Mertens, 2015). From this perspective, the researcher is not considered ‘the expert’,
but their place in the research and issues of power and trust must be acknowledged

and addressed.

Within his text Knowledge/Power, Foucault asserted the intrinsic connection between
knowledge and power, considering hierarchies of knowledge, how knowledge is

used to exert power and control over others, and reproduced to serve its own
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purposes (Foucault and Gordon, 1980; Downing, 2008; Ritzer and Stepnisky, 2014).
This study intends to question the traditional construction of knowledge and whose
knowledge is valued. Where traditional research practices can reproduce
oppression, the Transformative approach is concerned with issues of power and new
ways of producing knowledge and understanding through ongoing reflection and

action (Crotty, 2003).

3.4 Theoretical lenses

Theory is used to shape what is looked at and how, often described in the context of
a lens through which to view the work that guides issues of importance, how
questions are asked, how data is collected and interpreted (Creswell, 2014).

My work on this project is underpinned by the theoretical lenses of critical disability
studies, occupational justice and epistemic justice. Critical disability studies are
considered in light of differing models of disability and key thought around
dis/ableism. Consideration is also given to the critique of occupational therapy from
critical disability theorists, and how occupational therapists are being called by
occupational justice scholars to engage with critical disability studies and challenge
dis/ableism within their practice. Justice within knowledge production and enabling
privileging of alternative sources of knowledge are also considered through the lens

of epistemic justice.

3.4.1 Critical disability theory

Critical disability theory is an interdisciplinary update to disability studies in response
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to criticism that the Social Model of Disability (Section 3.4.2) was rooted in
experiences of physical disability and failed to recognise intersecting identities
(Marks, 1999). The intersectional approach within critical disability studies considers
postcolonial, feminist, queer and crip theories among others. Such interplays are
ignored if a person is defined by their impairment alone, or if disabled people are
considered as a homogenous group with similar needs (Oliver and Barnes, 2012;

Goodley et al., 2019).

A Transformative Paradigm can be integrated with critical disability studies as a
theoretical lens to underpin research that aims to challenge disabling social
structures and practices (Oliver and Barnes, 2012; Creswell, 2014; Watson, 2020).
The Transformative Paradigm’s focus on strength-based away from deficit-based
approaches is an appropriate basis for disability research framed within the Social
Model that challenges an impairment-based view of disability (Mertens, 2009).
Although the paradigm’s originator relates it to the US sociocultural perspective on
disability, this holds some similarities to the Social Model in the UK, for its focus on

societal oppression (Mertens, 2009).

Exploring the history and development of disability studies and disability activism is
an essential grounding for working with disabled people, to begin to understand the
issues they may face and theories with which they may identify. Disability studies
underpinned by such theories are often undertaken in response to anger and
dissatisfaction with how disabled people are treated by society (Watson, 2020).
Disability activists have long challenged medicalised views of disability that describe

it based on individual impairment. While disabled people will have different views on
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how they describe disability or how disability affects them, and the meaning of
disability is widely debated, language and definitions are important as they can affect
a person’s view of themselves in the world and how society responds to them (Oliver

and Barnes, 2012).

3.4.2 Social Model of Disability

The UK disability rights movement, spearheaded by the Union of the Physically
Impaired Against Segregation (UPIAS), was instrumental during the 1970s and
1980s in attempts to redefine disability as social and political, through the UK Social
Model of Disability. This was in response to the limitations of the prevailing Medical
Model, within which disability is viewed as personal problem or ‘tragedy’ of individual
impairment, to be prevented, treated and cured (Charlton, 1998; Bennett, Grossberg
and Morris, 2005; Oliver and Barnes, 2012). Instead, the Social Model frames it as
society that disables people, through culture, economics, attitudes, environments
and contexts (including policy and political) and these are the elements that need to
flex and change, rather than the individual (Oliver and Barnes, 2012). To apply this
understanding to the issue of study, it is the evaluation approaches that need to be
changed to be more accessible and inclusive to disabled people, rather than

disabled people having to flex and fit to current disabling practice.

Sociologist Mills (1959) discussed the importance of investigating the interplay
between ‘personal troubles’ and ‘public issues’ (Mills, 1959). By reframing disability
away from being an individual personal tragedy but instead defined by societal

barriers, which social policy or government action can either reinforce or alleviate, a
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base is created for collective organisation and action against shared experiences of
oppression and exclusion (Marks, 1999; Oliver and Barnes, 2012). This
understanding is therefore an appropriate basis for collaborative work in solidarity

with disabled people.

The Social Model is not without its own critique for ignoring the emotional,
psychological and embodied reality of impairment and the impact of intersecting
identities and comorbidities on disabled people’s experience (Oliver and Barnes,
2012; Brighton et al., 2021). The Social Model relies on people to identify themselves
as disabled, while avoiding medical criteria to do so, but many people do not identify
themselves as disabled, or cannot ignore their impairment or bodily experience

(Marks, 1999).

3.4.3 Social Relational Model of Disability

More recent conceptualisations of disability take into account the interaction between
a person, their impairment and their wider physical and social context (Shakespeare,
2018). Defined by Thomas (1999), the Social Relational Model of Disability,
influenced by feminist theory, aims to reflect diversity of experience, extending the
Social Model to also consider the psycho-emotional as well as structural factors that
serve to disable people, and critiques the Social Model’s primary relevance to male
wheelchair users (Thomas, 1999). This model recognises that disabled people
experience the effects of their impairment, alongside the disabling effect of structural

barriers, to fully function and participate in society (Medcalf and Mackintosh, 2019).
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3.4.4 Dis/Ableism

Where disablism is the exclusion and oppression faced directly by disabled people in
everyday life, considered a social determinant of health (Whalley Hammell, 2020),
ableism is the more subtle yet equally present notion that ability is ‘the ideal’, where
ability is conforming to norms in body and behaviour and functioning independently,
autonomously and self-sufficiently (Goodley, 2018). These are deliberately
presented in the connected format of dis/ableism, conceptualised by Goodley as the
‘dis/ability complex’ to highlight the inextricable connection between both concepts
(Goodley, 2018). Both concepts are relevant within this research because the design
and use of evaluation tools is inherently tied with the measurement and assessment
against statistical ‘norms’, and levels of deviation from these, as will be explored

within the following section.

3.5 Measurement and categorisation of disability

To consider how the participation of disabled people is evaluated, it is necessary to
take a critical eye to how people are measured and, in particular, issues around how
disability is identified. The naming and categorisation of disability arose with the
industrial revolution of the 18" and 19t centuries; those who were unable to
contribute to productivity within the newly organised structures were officially
differentiated, segregated and classified as a problem (Marks, 1999; Davis, 2017a).
Prior to the industrial revolution, individuals who were now considered ‘disabled’
were rarely segregated from daily life, but political concern with the health of the
general population rose with the primary focus on what healthy bodies could

contribute towards economic profit (Foucault and Gordon, 1980). People were now
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being defined by whether they could meet the demands of work; an idea that

continues to pervade neoliberal political ideology (Oliver and Barnes, 2012).

The rise of official statistics in the early 19" Century contributed to an obsession with
statistical deviance — that is, measurement of anything deviating from the statistical
‘norm’ of an ‘ideal’ worker without impairment; the discredited notion of eugenics also
arose at this time, dehumanising any deviation from this ‘norm’ (Hacking, 1986;
Marks, 1999; Davis, 2017a, 2017b). Within the text The Order of Things, Foucault
(1966) reflects on the arbitrarily constructed rules used to order and classify the
world and separate ‘normal’ from ‘abnormal’, which were not inevitable but arose
from a specific sociopolitical context (Foucault, 1966). The actions of naming,
labelling and categorising in relation to a norm is a mechanism of control; as new
categories of people came into being, this created new ways for people to be and
places for ‘types’ of people to fit' (Foucault and Gordon, 1980; Hacking, 1986; Dauvis,

2017b).

Within a medicalised view of disability, being able in body and mind is the ‘norm’, but
normalcy is a social construction underpinned by ideology associated with
neoliberalism, capitalism, individualism and eugenics (Marks, 1999; Patrick Gamboa
Yao et al., 2022). With the ‘norm’ as majority and dominant, those outside of this are
marginalised and can experience stigma, with reduced life chances and
discrimination from being see as ‘not quite human’ (Goffman, 1963). These ideas
relate to the cultural model of Humanism, critiqued by Foucault (1966) and Braidotti
(2013) as offering a restricted definition of what counts as human, with a single

common standard of a perfectly functional physical body untroubled by the inferiority
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of difference (Foucault, 1966; Braidotti, 2013). Central to the disability rights
movement is critique of the concept of the norm and an accompanying system of
‘compulsory able-bodiedness,” where being able-bodied is viewed as a “non-identity”

that produces disability (McRuer, 2006, p. 2).

As a non-disabled researcher, it is vital to have an awareness of the historical
construction of disability as ‘different’, ‘abnormal’ and ‘other’ (Davis, 2017a; Medcalf
and Mackintosh, 2019). Not every disabled person will have received a medical
diagnosis or associated impairment-based label, but they may be subject to the
application of a socially constructed label resulting from perceived difference. Labels
can shape a person’s way of being and behaving, influencing who they are and what
they may do, they can marginalise and oppress, resulting in stigma, exclusion and
even violence (Hacking, 1986; Marks, 1999; Oliver and Barnes, 2012; Ritzer and

Stepnisky, 2014; Patrick Gamboa Yao et al., 2022).

This partly explains why many disabled people do not identify with the label that has
been applied to them (Beresford, 2005; Oliver and Barnes, 2012). This has
implications for how people describe themselves and self-report within evaluation.
There are particular debates around the inclusion of chronic illness, learning
disability, deafness, mental health issues and the neuro-diversity affirming approach
under the umbrella of disability (Wendell, 2017). Yet many people with such
impairments will, according to the Social Model definition, experience the disabling

effects of society (Oliver and Barnes, 2012).

Global population measurements of physical activity are challenged by lack of



116

consistency in surveillance and monitoring regarding disability and physical activity
(Martin Ginis et al., 2021). Many unsuccessful attempts have been made to define,
classify and categorise who is and is not disabled (Oliver and Barnes, 2012). As
Shakespeare (2018) notes, how disability is measured depends on how it is defined
and conceptualised, which renders the search for consistent figures an impossible
task (Shakespeare, 2018). For example, a Social Model view suggests incidence
and occurrence of disability is variable dependent on social context, and is therefore
incompatible with consistent measurement (Marks, 1999). There are clear
implications here for this project; if there is no consistency of measurement of who
‘counts’ as being a disabled person and the size of this ‘population’ within the UK, it
is not statistically possible to determine the percentage of disabled people who are

taking part in sport and physical activity.

3.6 Occupational justice

As a UK-based, HCPC-registered Occupational therapist, | draw on the theoretical
underpinnings of my profession throughout this project. Occupational therapy is a
science-based profession that supports people to overcome barriers that prevent
them participating in occupations (or activities) that matter to them (Royal College of
Occupational Therapists, 2024). The practice of occupational therapy is connected
with occupational science, an interdisciplinary academic discipline concerning

human occupation in all its forms (Yerxa, 1993).

An area of concern within occupational science is occupational justice, which

considers just access and opportunity for engagement in occupation.
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In light of critique of previous conceptualisations of occupational justice (Durocher,
Gibson and Rappolt, 2014; Whalley Hammell, 2020), Whalley Hammell (2020)
suggests to consider occupational injustice to be a: “Violation of occupational rights,
due to unfair and inequitable social conditions” (Whalley Hammell, 2020, p. 5);
aligning with The World Federation of Occupational Therapists’ (WFOT) Position

Statement on Occupational Therapy and Human Rights (revised):

“Occupational justice is the fulfilment of the right for all people
to engage in the occupations they need to survive, define as
meaningful, and that contribute positively to their own well-
being and the well-being of their communities.” (World

Federation of Occupational Therapists, 2019, p. 1)

The developing theorisation of occupational justice has encouraged politicisation of
occupational issues and solidarity with communities who are often marginalised
(Whiteford, 2023). WFOT emphasises the role occupational therapists can play in
work towards the United Nations’ Sustainable Development Goals (World Federation
of Occupational Therapists, 2018). Particularly relevant to this project are the goals
of good health and wellbeing and reduced inequalities (United Nations Department
of Economic and Social Affairs and Development, 2025). Hoerder, Josephsson and
Kramer-Roy (2023) discuss how occupational therapists have a professional role in
addressing these global challenges, with the pursuit of social justice and support of
participation as a professional call and responsibility, and how occupational justice
offers a perspective and framework through which to address factors that limit
participation and to improve population health (Hoerder, Josephsson and Kramer-

Roy, 2025).
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Physical activity is an occupation that is practiced in many different forms;
engagement and participation will hold various meanings and have a range of
outcomes, not only health and wellbeing but also in social and community outcomes.
Physical inactivity is a global health priority, but disabled people may face significant
barriers to participation that deny their right to experience the health and wellbeing
benefits of physical activity, resulting in occupational injustice. Attention is required to
the wider social determinants of health when promoting the rights of people to
engage in activities that positively impact health and wellbeing (Whalley Hammell,

2020).

This study proposes that ineffective evaluation of disabled people’s participation in
sport and physical activity results in occupational injustice. The privileging of certain
occupations within existing sport and physical activity self-report tools, for example,
walking, running and cycling within the Short Active Lives Survey (Appendix 2.2),
relates to the idea of the socially sanctioned occupation (Kiepek et al., 2019). This is
an activity that is acceptable within a social context, the performance of which will
conform with and reinforce social norms and expectations (Kiepek et al., 2019). As
found from the scoping exercise (Section 2.3), without accessible and inclusive
approaches to evaluate their provision, disability sport and physical activity providers
cannot contribute to an accurate picture of participation, its facilitation and barriers,
or demonstrate their impact to secure ongoing funding. Loss of funding may
detrimentally affect the ability of providers to continue or expand their offering,
affecting the availability and sustainability of opportunities for participation. As well as
being a form of occupational injustice, this issue is a social determinant of health, as

social factors have contributed to inequalities in opportunity for participation in an
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occupation with the potential for positive effects of health and wellbeing (Whalley

Hammell, 2020, 2021b).

Although many occupational therapists work with people in connection to the full
range of valued occupations, including sport and physical activity, and occupational
therapists were named within Sport England’s workforce strategy Working in An
Active Nation (Sport England 2018), the profession remains widely unknown within
the sport and physical activity sector. Yet it has much to offer a sector seeking to be
more inclusive, with understanding and skills relating to the complexities occupation,
the barriers and facilitators to participation and an understanding of the social
determinants of health (Department for Culture Media and Sport, 2015; Sport
England, 2016). Occupational therapists can support people to overcome barriers

and realise their occupational rights to engage in sport and physical activity.

3.7 Tensions between critical disability theory, occupational

science and occupational therapy

The practices of health care professionals are problematised within critical disability
studies for an often uncritical focus on individual impairment and practical aspects of
disability for prevention and rehabilitation (Marks, 1999). Although occupational
therapy emerged in the United States at the time when the American eugenics
movement was growing in global support, it presented an alternative to the treatment
of disabled people that aligns with the justice-oriented approach that occupational
scientists are calling for a return to today (Patrick Gamboa Yao et al., 2022). Yet the
profession has been called out for the presence of both overt and covert ableism

within practice (Doucet and Gutman, 2013; Patrick Gamboa Yao et al., 2022).
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Occupational therapists have been described as ‘agents of the state’ by some
disabled people, with practice built on neoliberal principles of fixing’ impairment that

underpin and uphold ableism (Whalley Hammell, 2021a, 2023).

Occupational therapy is client-centred, but this focus on the individual and their
issues or impairment is often grounded in the Medical Model of the existing
healthcare system (in the UK but also beyond) and can result in failure to address
issues that are rooted in oppressive social structures and systems (Patrick Gamboa
Yao et al., 2022). Engagement with critical disability studies would encourage
occupational therapists to take a more political, justice-oriented approach to practice
that draws from and beyond the Social Model of Disability and enables attention to

disabling practices, language and actions (Patrick Gamboa Yao et al., 2022).

The practice of rehabilitation has received particular critique for its contribution to the
construction of ‘normalcy’, in its focus towards repairing or preparing for productivity
(McRuer, 2006; Heffron et al., 2019). There is ideological synergy here with the basis

of categorisation of disability on a person’s ability to be productive.

The focus within occupational therapy on enabling independence, promoting
productivity and a need to fix’ people by identifying and modifying dysfunctions and
deviations from ‘norms’ is essentially ableist (Whalley Hammell, 2021a). The
prioritisation of independence is a case in point; the ableist idea that dependence on
others is unacceptable devalues the lives of disabled people, and undermines the
valuable contribution of appropriate support to meaningful participation. Moreover,

thinking specifically to a sport and physical activity context, interdependence is often
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an essential requirement for participation.

Ableism can be present throughout the occupational therapy process, from initial
information gathering and assessment in response to an assigned diagnosis, label or
measure of disability, to the setting of goals and use of standardised measures of
achievement that determine ability from disability and rate performance in relation to
a non-disabled ‘norm’ (Heffron et al., 2019; Patrick Gamboa Yao et al., 2022).
Categorisations of occupations also determine what occupations ‘matter’ and are
important — in the same way as what is prioritised in evaluation determines what
matters: as an example, the Short Active Lives Survey prioritises walking, running

and cycling (Appendix 2.2), which are not accessible to all.

Evaluation, as a vital aspect of the occupational therapy process, is usually
concerned with quantifiable assessment and appraisal of the outcomes of an
intervention (Hocking and Whalley Hammell, 2017). Whalley Hamell (2021) has
called on occupational therapists to critically question the profession’s reliance on
quantitative outcome monitoring, based in neoliberal values that measure people
against normative milestones irrelevant to many, and to look for value in qualitative
methods based in experience (Whalley Hammell, 2021a). Drawing on the work of
disability studies scholars, occupational scientists have found problematic the use of
standardised tools to classify and rate performance for their ideological roots in
colonial and eugenic practices of the industrial revolution where certain bodies were
seen as superior, productive and powerful and ‘others’ were marginalised (Patrick

Gamboa Yao et al., 2022; Whalley Hammell, 2023).
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3.8 Engaging with critical disability studies for sport and

physical activity research

As the call to engage with critical disability studies is made to occupational
therapists, such engagement is also demanded within the sport and physical activity
research context and is starting to emerge as researchers engage more with the
potential and power of sport for social change and to address inequality (Haslett and
Smith, 2020). Sport and physical activity is also political in its structures and
organisation and inequalities are evident in the way it can further marginalise certain

groups and reinforce stereotypes (Mackintosh and Medcalf, 2019).

Haslett and Smith (2020) noted historic examples of sport being used to advocate for
social change, usually driven by athletes using their profile. However, this approach
has not always been welcomed from within elite disability sport, due to the belief of
some disability rights activists that Paralympians do not represent the everyday
realities of disability, and because the often accompanying, ableist narrative on

overcoming adversity is unrealistic and unhelpful (Haslett and Smith, 2020).

Research in sport and physical activity has traditionally been framed through a
Medical Model lens, but using a critical disability studies frame can challenge
ableism and disablism in sport and physical activity (Haslett and Smith, 2020). This
thesis will answer the call for innovative methodological approaches, such as PAR,
involving collaboration with disability activists, disability sport organisations and the
involvement of a range of recreational disabled athletes, along with engagement with

critical disability studies to enable action towards change (Haslett and Smith, 2020).
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3.9 Summary

This chapter has introduced the theoretical underpinning of this study, beginning with
an initial exploration of the key concepts, which will later be further defined by co-
researchers. This chapter has explored the grounding of this study in the action-
focused Transformative Paradigm, to the conceptualisation of the issue of disability
sport and physical activity evaluation through the lenses of critical disability studies,
occupational justice and epistemic justice. Current evaluative practices are viewed
as ableist, and the reliance on statistical measurement is problematic from its
relation to ideas of deviance from statistical norms. This work intends to extend into
practice the work of occupational justice theorists who are advocating a closer
engagement of occupational therapists with critical disability studies and critiquing
the occupational therapy profession’s unquestioned reliance on disabling
standardised assessment tools. The conceptual framework outlined within this
chapter underpins a demand for action and change. The methodological approach of
PAR is therefore appropriate for its focus on collective action to redress oppression,

and will be further explored within the next chapter.
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Chapter 4 Methodology

4.1 Introduction

This chapter is about the methodological approach of Participatory Action Research
(PAR) and how it set the conditions for and underpinned the planning and conduct of
the Voices for Inclusive Activity (VIA) project. This chapter builds from the theoretical
underpinnings explored within Chapter 3: Conceptual Framework and demonstrates
the congruence from a Transformative Paradigm towards a PAR approach
underpinned by social, occupational and epistemic justice, which involves action
towards real change. PAR is explored in light of its relevance to working with and
alongside disabled people, and connections are drawn with co-production, many of
the principles of which have been employed within the VIA Project. Ethical issues are
discussed, and the chapter explores the recruitment and early stages of beginning to
establish relationships and working practices with co-researchers. The undertaking
of the VIA Project by co-researchers is explored within Chapter 5. From this point in
the thesis onwards, the text is punctured with boxes outlining my own

methodological reflections on the process undertaken.

4.2 Participatory Action Research

PAR is a political, democratic and emancipatory form of action research viewed as
an ‘orientation to enquiry’ rather than dictating a specific process or methods for
undertaking research (Grimwood, 2016). Action Research is an umbrella term for a

range of approaches informed by critical social theory, all of which involve working
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systematically through research problems to bring change through action (Herr and
Anderson 2005; Koch and Kralik 2006; Silver 2016). This approach aligns with
Lewin’s (1946) call for individuals to participate in research relevant to them (Lewin,
1946); while the idea that research findings should create change featured within
Marx’s writings on praxis (Marx, 2014). Within this study, the aim was to adopt the
transformative and power-addressing Global South originated forms of PAR, with
credit attributed to scholars including Fals Borda and Paulo Freire, rather than the
Euro-American Action Research approach of Lewin, where the action occurred
within the context of the existing structure rather than challenging it (Freire, 1972;
Fals-Borda, 1987; Fals-Borda and Rahman, 1991; Grimwood, 2016; Cornish et al.,

2023).

The key principles of PAR are the valuing of direct experience and knowledge;
mobilising this knowledge for action to make change and new knowledge; the
potential for the research process to be transformative through empowering
relationships and environments; and collaboration through dialogue that makes use
of co-researcher skills and experience (Cornish et al., 2023). Freire viewed research
as a form of social action, based on the premise that: “Those who experience a
phenomenon are most qualified to investigate it” (DePoy and Gitlin 2016: 161).
Often, but not exclusively, used in deprived communities, this approach involves
working in collaboration to investigate issues from the perspective of those affected,
and to generate knowledge that may be applied for immediate social improvement
(Herr and Anderson 2005; Silver 2016; Holloway and Galvin 2017). While different
forms of participatory research involve community members throughout the process,

the action element of PAR is vital, as is the priority on social change, underpinned by
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the belief that solutions already exist in the community (Cornish et al., 2023).

There are theoretical parallels between Freire’s (1972) discussion of marginalised
people being ‘less human’ as a result of experienced oppression and ideas around
the dehumanisation of disabled people visited within Chapter 3: Conceptual
Framework (Freire, 1972). Freire offers the suggestion that freedom from oppression
is possible through a process of ‘conscientization’, where those affected become
critically aware of the very existence and causes of oppression, and the resulting
injustice (Freire, 1972). PAR is experienced through cycles of planning, action and
reflection, borne from Freire’s assertion that freedom from oppression requires
praxis; committed involvement of those affected by this oppression within a process
of reflection and transformative action ‘with’ and not ‘for’, towards liberation and

‘fuller humanity’ (Freire, 1972).

4.2.1 The alignment between PAR and occupational justice

The focus on enacting social justice, working with people affected by injustice and
facilitating this process of ‘conscientization’ aligns with an occupational justice
approach to practice and research. Occupational therapy is underpinned by a belief
in the transformative potential of meaningful and purposeful occupations on personal
or social aspects of life, health and wellbeing (Kramer-Roy, 2015; Wilcock and
Hocking, 2015). Occupational therapists work in collaboration with clients, taking
practical action to support participation in purposeful or meaningful occupations in
pursuit of occupational justice; an approach congruent with and suited to the conduct
of PAR, if the research is seen as a purposeful or meaningful occupation to the co-

researchers involved (Trentham and Cockburn, 2005; Kramer-Roy, 2015). Examples
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of PAR undertaken by occupational therapists move beyond the theorisation of
occupational justice into action, enacting this perspective and building confidence,
capacity and skills in co-researchers (Bryant and Kramer-Roy, 2015; Pettican,
2018a). Occupational therapists bring professional values and skills that can support
the conduct of PAR, including experience in client-centred practice, where clients
can be individuals, groups or communities (Trentham and Cockburn, 2005; Kramer-

Roy, 2015).

It has been questioned why a ‘professional’ is needed to raise this consciousness,
why an outsider is needed for communities to realise issues and take action and the
relevance of academic researchers to meet the needs of communities, as failure to
address power within the process also risks reproducing and perpetuating
inequalities (Kindon, Pain and Kesby, 2007a). This is where the approach taken by
this ‘outsider’ must be facilitative; training in group dynamics and facilitation of group
work is core to the occupational therapist’s training. The role of the facilitator is
further explored within Pettican et al. (2022) and will be revisited in Chapter 7:

Methodological Learning.

Participatory and community approaches are not common in sport, exercise and
physical activity research, but are an increasing concern (Schinke, McGannon and
Smith, 2015). There is also a growing call for co-production approaches to be used
more widely within sport and physical activity research (Smith et al., 2023), with
some notable examples in collaboration with Disabled People’s User Led
Organisations (DPULOs) (Smith and Wightman, 2021). Within research related to

disability and sport and physical activity, there is a prevalent focus on studies
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exploring barriers to participation, where some researchers have highlighted a
greater need for co-produced responses to removing barriers (Smith and Sparkes,

2020); this study is one response to that call.

4.2.2 PAR and co-production

There is no single way of conducting PAR, no prescribed methods or analytical
approaches, as it can be used in many disciplines and applied in different ways
(Grimwood, 2016). | found within the research and planning stage that co-production
offered some potentially useful practical strategies for how to approach and conduct
this project. Co-production is most commonly used within health and service
provision settings to describe collaborative work involving service users in the
formulation and design of user-centred services, but it is increasingly being

described within other contexts including research (Cornish et al., 2023).

As with other forms of participatory research, alignment has been made between co-
production and the person-centred values of occupational therapy (Harries, Barron
and Ballinger, 2020). Referring back to Chapter 3: Conceptual Framework, alignment
can be found between how both occupational therapy and co-production approaches
require: “Deeply collaborative, power and knowledge sharing partnerships”
(Whiteford, 2020, p. 682) and how this is particularly appropriate for working in ways
that support the disability rights movement slogan “Nothing about us without us”
(Charlton, 1998; Whiteford, 2020). In relation to research, there is potential for
occupational therapists to make a strong social contribution and be catalysts for

transformative change by working with people to co-produce knowledge and close
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the gap between evidence and practice (Whiteford, 2020).

However, warnings exist in the literature of how ‘participatory’ and ‘co-production’
have both been adopted as buzzwords in research, policy and practice, when both
have been adopted in a tokenistic way. Without relevant resulting actions or
outcomes or attention to addressing power, these labels are meaningless (Oliver,

Kothari and Mays, 2019; Cornish et al., 2023).

While Cornish et al. (2023) describe co-production as a potential space in which
PAR can be conducted, they warn the activist nature of PAR could be restricted by
the institutional context within which it is occurring. Attention must be paid to power
relations, who is benefiting from the outcomes of any endeavour, negotiation of

boundaries and any potential conflict (Cornish et al., 2023).

There is no precise definition of what co-production is or how it should be done;
attempts have been described as futile and potentially restrictive, with the potential to
exclude good practice, due to how specific the process can be to context (Williams et
al., 2020, 2021b; Beresford, Farr, Hickey, Kaur, Ocloo, et al., 2021; Smith et al.,
2023). Broadly speaking, co-production describes a way of working that requires
attention to process, with an inclusive, collaborative, mutually owned approach
informed by the sharing of power, respect and trust, with flexibility and willingness to
challenge assumptions and learn from each other to co-create new understandings
(Atkin, Thomson and Wood, 2020). Because PAR involves a combination of
research and practical action, built on a tradition of working with marginalised groups

to build a collective understanding while tackling power inequalities within the
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process, it is an approach epistemically and practically aligned with co-production

(Ocloo, 2021).

4.3 Ethical considerations

This section considers the specific nature of ethics in PAR, considering both
procedural and relational ethics. Following from the latter, | discuss the
considerations of involving disabled people in research, with particular focus on
involving people with learning disabilities who are often excluded from the process of
undertaking research (Milner and Frawley, 2019). While it would be challenging to
anticipate all possible ethical dilemmas, the researcher has a responsibility to plan
as far as possible to ensure any benefits of the research outweigh any risks (Boddy,

2016).

4.3.1 The ethics of PAR

The guiding principle of research ethics is the responsibility the researcher has to act
for the benefit and without detriment to anyone involved within the research,
following key ethical conventions and principles such as voluntary informed consent,
anonymity and confidentiality, data protection and security, researcher safety,
safeguarding of participants, and avoidance of harm, manipulation and deception
(Schubotz, 2019; Cornish et al., 2023). | did not anticipate any potential harm to co-
researchers as a result of participation within this project, but the principle of non-
maleficence was considered throughout the process to ensure all aspects of safety

were assured for those taking part (Boddy, 2016). Agency and autonomy of co-
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researchers and participants to make decisions regarding their participation was
considered through processes supporting informed consent (Sections 4.7.2, 5.4.1
and 5.5.1), and reassurance that all were free to leave the process at any point.
However, the picture is more complex within PAR, as ethics is tied to the pursuit and
potential to achieve social justice and emancipation, with multiple levels of
responsibility and accountability to co-researchers, collaborators, the community and
the institution (Manzo and Brightbill, 2007; Johnson and Parry, 2016; Cornish et al.,
2023). Ethics is also further complicated by the involvement of multiple decision
makers within a fluid, ever-changing process that responds to different situations,
perspectives and needs, so ethics have to be considered throughout (Manzo and

Brightbill, 2007).

Considering this in relation to the ethical concept of beneficence, whether project
outcomes are likely to do some good and who will benefit from them (Boddy, 2016),
there is potential for PAR to extend this (Manzo and Brightbill, 2007). However, this
is not guaranteed; the choice to take a participatory approach may be an ethical one,
but selecting the approach alone does not automatically mean it is inherently ethical;
challenges will still arise, which will require attention to standard ethical principles
alongside additional criteria and values, regarding the nature of relationships, power
and the co-creation of knowledge (Manzo and Brightbill, 2007; Schubotz, 2019).
Ethical considerations go beyond procedural and institutional aspects because of the
relationships involved in conducting good quality PAR, requiring examination of

relational ethics.
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4.3.2 Relational ethics

Cornish et al. (2023) describe the concept of relational ethics, which:

“Situates ethics as ongoingly negotiated within the context of

respectful relationships” (2023: 12).

The development of trusting, reciprocal relationships is key, and this is further
explored within Section 4.10 on co-researcher relationships. This form of ethics
considers how the research is designed and managed, how knowledge is produced
and applied and considers the use of inclusive approaches, dialogue, mutual respect

and care, collective decision making and collaborative action (Cornish et al., 2023).

To connect with the pursuit of epistemic justice, epistemological concerns about
what counts as knowledge, who is involved in knowledge creation, how it will be
used and who it will benefit, are all considerations of relational ethics that help guide

knowledge creation towards action (Cornish et al., 2023).

It was my intention within this project to ensure true involvement with potential for
sustainable change, enabling co-researchers to have a sense of ownership of the
research. This required a very loose initial conceptualisation of the issue at the
outset of the project and a lot of change throughout, designed and controlled by co-
researchers (Silver, 2016). There was also a need to manage expectations of what
could be realistically achieved within the boundaries and resources of the project
(Cornish et al., 2023). Such an approach, and the emergent nature of relationships

within it, requires transparency over decisions made, who is making them and why,
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and demands an ongoing process of evaluation, self-reflection and reflexivity (Pain,

Kindon and Kesby, 2007; Wilson, Kenny and Dickson-Swift, 2018).

4.3.3 Institutional ethics

PAR often requires a different approach to institutional ethics to standard or
traditional research approaches (Manzo and Brightbill, 2007). Following the lead of
previous PAR researchers, including within my own institution (Pettican, 2018a), | did
not apply for ethical approval before involvement of co-researchers, which aligns
with the lack of requirement in England to obtain ethical approval to carry out PPI
(Volkmer and Broomfield, 2022). Applying for institutional ethical approval before the
recruitment of co-researchers would have required specification of the project
process, its proposed direction and methods; it would challenge the ideal of PAR and
co-production to involve people at the earliest stages of project conception, enabling
them to shape the process through different iterations (Wilson, Kenny and Dickson-
Swift, 2018). In addition, it would have instantly created a power imbalance between
the other co-researchers and myself, not only in the need to conceptualise the
project before they are involved, but also because it separates between whose
involvement as a co-researcher requires approval and those whose does not (i.e.
mine). Wilson, Kenny and Dickson-Swift (2018) assert an additional argument that
the duty felt by ethical review bodies to protect disabled people’s involvement in
research could undermine their autonomy to decide for themselves, with
assumptions of vulnerability (Wilson, Kenny and Dickson-Swift, 2018). In addition,
any expectation to maintain anonymity or confidentiality could go against the wishes

of co-researchers to be recognised and rewarded for their efforts; not to mention the
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challenge of maintaining such principles within specific locations and contexts

(Wilson, Kenny and Dickson-Swift, 2018).

For researchers undertaking PAR, it can be a real benefit if institutional ethics
committees have a good understanding of this type of research and its intricacies;
issues with institutional research infrastructure are a recognised challenge

(Wilson, Kenny and Dickson-Swift, 2018; Cornish et al., 2023). It is not only the
ethical review process to consider; the niche, situated and contextually specific
nature of knowledge created from PAR may limit the institutional support for this type
of research, as the ethical concepts of generalisability and reproducibility have
limited application; indeed, these could be seen as negating the value of specific
local knowledge (Cornish et al., 2023). However, elements of process may be useful
when applied elsewhere. Cornish et al. (2023) recommend engaging with a network
of like-minded PAR practitioners with which to share best practice on negotiating
institutional barriers, but also advise cultivating a critical community that can help
support accountability and sustainability (Cornish et al., 2023). With the benefit of
institutional support in the form of PAR-experienced supervisors and an ethics
reviewer also experienced in the process of PAR, it was instead the proposed
research that arose from our discussions that required ethical approval to be
obtained. Co-researchers shaped the documents supporting the application for

institutional ethics, as outlined in Chapter 5: The Voices for Inclusive Activity project.

However, processes were nevertheless put in place to ensure co-researchers were
informed about the type of research this was and the potential nature of their

involvement, as will be explored within Section 4.7 on co-researcher recruitment.
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4.4 Involving disabled people in research

This research problematises the disparities between disabled and non-disabled
people’s participation across domains, but with specific focus on two instances of

occupational injustice:

1. Inequalities in participation: Disabled people are frequently marginalised and
excluded from aspects of everyday life and subjected to patterns of activity
that are detrimental to their health and well-being. Significant inequalities exist
in the participation of individuals with disabilities in sport and physical activity.

2. Inequalities in knowledge production: Disabled people are frequently
marginalised and omitted from processes of knowledge production (research

and evaluation) and policy formulation.

There are stark disparities in health, participation in daily activities and
socioeconomic status between disabled and non-disabled people (Shandra, 2018),
with such inequalities also evident in research. The history of disability research in
academic environments is tainted by exploitative practices that prioritise academic
‘expertise’ over lived experience, where researchers have power and privilege over
their participants, which has served to alienate, perpetuate ableism, and failed to
make a difference to the lives of disabled people (Oliver, 1992; Lester and Nusbaum,
2018; Brighton and Williams, 2019). Particularly in sport and physical activity
research, criticism has remained that disabled voices are absent from research that
is supposed to reflect their experiences, let alone from the process of undertaking
inquiry, with preference for positivist approaches perpetuating an impairment-

focused medical biomedical view of disability as an individual problem, leaving
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inequalities unaddressed (Oliver, 1992; Hammel et al., 2008; Oliver and Barnes,

2012; Brighton and Williams, 2019; Medcalf and Mackintosh, 2019).

There is an ethical imperative to involving disabled people in research, as from
exclusion, policies and practices that affect disabled people’s lives are created and
implemented in ways that are not meaningful, relevant or helpful. Yet listening to
disabled people’s voices is not enough; for research to have potential to challenge
oppression and change lives, disabled people should have control over the process
of knowledge production (McFarlane and Hansen, 2007; Oliver and Barnes, 2012;
Shakespeare, 2017). The call from the disability rights movement for “Nothing about
us without us” demands a participatory approach (Charlton, 1998). Joining with
disabled people as co-researchers in this study and the processes followed are, in
some ways, as important as its outcomes, influencing the relevance of findings and
how useful they are. This approach is also appropriate to the focus of this enquiry.
According to Hammel et al. (2008), collaborative research involving disabled people
with different experiences is particularly relevant to exploring the meaning of

participation and how it is evaluated (Hammel et al., 2008).

4.4.1 Involving people with learning disabilities in research

Although it might be the intention to undertake an inclusive, ‘no labels’ approach to
including disabled people within the production of this research study, it is vital to
acknowledge how people with learning disabilities have most often been excluded
from research (Seymour and Garbutt, 1998). The involvement of people with

learning disabilities amplifies how the language of research has the potential to
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alienate those who are unfamiliar with academia, and how vital it is to ensure the
process is as accessible as possible to avoid highlighting difference (Oliver and

Barnes, 2012; Lester and Nusbaum, 2018).

While | was keen to redress the common exclusion of people with learning
disabilities from research, | was also keen to avoid tokenism, with awareness of the
additional access requirements, not only in the provision of information about the
project and during the project, but also in how topics are explained and discussions
are structured to enable inclusion. These strategies are further explored later
regarding co-researcher recruitment (Section 4.7). As a group we will continue to be
challenged to find accessible routes to disseminating our research outcomes, with
potential for outlets such as accessible research articles specifically designed for

people with learning disabilities (Garbutt et al., 2010).

4.5 Researcher positionality and reflexivity

PAR relies on researchers being self-aware and willing to suspend any ‘expert’ role
in favour of being open to learning from co-researchers, which relies on critical
reflection on their own values, beliefs, priorities, motivations, actions and how they
interpret findings (Manzo and Brightbill, 2007; Kramer-Roy, 2015). Because of the
positioning of the facilitator as a potential ‘oppressor’, a transparent process of
reflexivity is required on their relation to those they are working with and the
relationships being built, with recognition that the forming of relationships can be
affected by the identity and the views of the researcher (Boddy, 2016; Medcalf and
Mackintosh, 2019; Fernandez et al., 2021). Freire (1972) discussed the oppressor

fighting alongside the oppressed in solidarity, which can only occur when the
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oppressor recognises the oppressed as people who have experienced injustice

(Freire, 1972).

| cannot claim to be objective within this research, | was inherently involved, so |
needed to be transparent with potential co-researchers from the outset of our contact
about who | am and why | want to work with them on this project (Zarb, 1992). In
initial discussions with potential co-researchers, most asked me about my
motivations to undertake this research and where they haven’t, | was honest how the
pursuit of a further academic qualification is important for me, but how this is
underpinned by my interest as an occupational therapist in supporting participation in
meaningful activities, with a particular focus on sport and physical activity. While it is
important for the researcher to reflect on their own position within the research
process, it should not be assumed that power is automatically held by a researcher.
Each of the co-researchers involved in this project varied in personal characteristics,
background and experience of sport and physical activity. As set out in NIHR
Involve’s framework for considering who might be involved in research, a person
may have a background that gives additional expertise alongside their lived
experience (NIHR Involve, 2021). A truly inclusive approach recognises groups are
not homogenous and include people with varied and intersecting identities (Ocloo,
2021). By making time to reflect together on the multiple intersections of our
identities as co-researchers, we were able to consider how this may influence the
process of the research (Brighton and Williams, 2019). Throughout the process of
working with co-researchers | have used a reflexive diary as a means to critically
reflect on decisions made; attention to this was vital to enabling genuine participation

and avoiding tokenism (Zarb, 1992).
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4.5.1 Being a non-disabled disability researcher

As a non-disabled researcher, | began reflecting on my positionality and suitability to
conduct this research since before applying to undertake this PhD. My intentions
have been to understand the impact of the privilege of my social location as a white,
married, heterosexual, adult, Anglophone, cis-gendered female, currently without
physical impairment or mental health issues, living in the Global North, for whom
access to education has enabled a degree of social mobility. As previously
referenced, there is a long history of oppression within disability research as much
as in other parts of society, both in questionable conduct and the lack of involvement

of disabled people in research about them (Oliver, 1992).

A researcher from a university, however junior, has the potential to be seen to hold a
position of power and privilege different to those of other co-researchers. As an
occupational therapist, | also reflected on discussions surrounding ableism within
occupational therapy practice (Section 3.7). | have examined my own personal and
professional views of disability. Some of this learning has been evident within the

process:

Methodological reflection on language and terminology
I’'m becoming more aware of avoiding ableist language. During the first discussion
group | stopped myself before making the ableist suggestion to ‘walk away from the

screen’ if co-researchers needed a break.
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| sought resources on allyship to demonstrate my positionality within this research,
using as an example, the coin model of allyship to examine unearned privileges
(Nixon, 2019). | saw my role as to facilitate the group of co-researchers, with
potential to advocate for the contribution they have made to the construction of
knowledge (Happell and Scholz, 2018). My intention was to enable meaningful
involvement more than ‘allowing voices to be heard’ or ‘giving voice’; concepts that
have been rightly criticised for the implication that the researcher has the power and
privilege to allow or give others the opportunity to be heard (Fairey, 2018). Although
participatory research attempts to subvert and break down power relationships and
ensure a more democratic approach to research, it has the potential to magnify
existing power relations (Golob and Giles, 2013). Yet Golob and Giles (2013)
demand a Foucauldian understanding; the research does not operate outside of
power relations, but these can be harnessed to enable progress, to be productive as

much as repressive, when all participants are able to exercise power.

4.5.2 PAR within the context of a PhD

The basic foundations of PAR as a collaborative and process-driven approach that
takes time to establish, is instantly at odds with an academic environment that
focuses on outcomes, particularly those that involve timely, individual achievement
(Seymour and Garbutt, 1998; Klocker, 2012). Using this approach within the pursuit
of an academic award may be viewed as a misnomer. As noted by Oliver (1992), the
intention to use an emancipatory approach is not enough; researchers must make
their skills available to co-researchers and join together to challenge discrimination,

rather than use disabled people to reach their own goals and perpetuate oppression
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(Oliver, 1992). This is also problematic in relation to Freire’s observations that PAR

must not begin with the interests of the oppressor (Freire, 1972).

Seymour and Garbutt (1998) describe potential constraints of conducting PAR within
an academic institution (Seymour and Garbutt, 1998). However, similar to the
situation reported by Klocker (2012), | was in the facilitative position of having
supervisors that were either experienced in PAR or open to its potential, and being
registered with an institution that supports and legitimises this approach to
knowledge creation (Klocker, 2012). Unlike Klocker, the supervisory support | had is
grounded in experience, as my lead supervisor completed a PAR PhD, also from the
perspective of being an Occupational Therapist (Pettican, 2018a). Other researchers
within the university are either undertaking or have completed PAR PhDs, so there is
a network of experiences to call upon. Allies who see this form of research as valid
are recognised as a valuable form of support (Seymour and Garbutt, 1998).
Fortunately, the departmental staff member with responsibility for institutional ethical
approval was also experienced in PAR, so no further explanation or justification was
needed for the process, aside from what is ordinarily required. | was also successful
in obtaining funding for involvement payments, showing that some funders are also
supportive of this approach (Appendix 11). This is also one example of reciprocity,
opportunities for which | have sought throughout. For example, one of the co-
researchers is aiming towards PhD study themselves, so their participation as a co-

researcher may contribute towards their future learning.

When undertaking this type of research, the PhD student aims to become a member

of a team, where roles and responsibilities are shared. Within this process | was not
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an ‘expert researcher’, instead facilitating a process where each person brings their
own skills and experiences, experiential knowledge is valued, and my skills, for
example in methodology or research, could be used alongside those of the other co-
researchers. The sharing of research tasks is a collective effort at odds with the
individual and original authorship required of a doctoral thesis and not every co-
researcher will receive a PhD as a result of our research project (Seymour and
Garbutt, 1998; Klocker, 2012). When one person writes a thesis about a
collaborative project, it may appear this person owns this knowledge, and then has
the potential to benefit individually from its creation (Zarb, 1992; Seymour and
Garbutt, 1998; Klocker, 2012). This is a tension that | endeavoured to make explicit
with co-researchers from the very first introduction | gave to this project, both within
written and recorded information and the accompanying discussions we had, about

the benefits that | may obtain personally from this research.

Aligned with Klocker’s (2012) approach, our collective PAR project is distinct from
(although in many ways overlapping with) the individualised thesis writing process
(Klocker, 2012). The VIA project exists with its own outcomes and associated actions
while the thesis has been written about the process of undertaking the project. As
such, the research project itself is detailed in a separate chapter (Chapter 5: The
Voices for Inclusive Activity project) with findings from the project detailed in Chapter
6. Learning related to the undertaking of the project will follow in Chapter 7:
Methodological Learning. Klocker (2012) highlights how language is crucial to
determining this distinction — following their example, it will be ‘our’ project within ‘my’

thesis.



143

4.6 Working with co-researchers

This section outlines the approach taken to enact a PAR approach, involving
disabled people as co-researchers to explore the overarching issue of more

accessible and inclusive ways of evaluating disability sport and physical activity.

4.6.1 Impact of the Covid-19 pandemic on the methodological

approach

The scoping exercise outlined in section 2.3 concluded in March 2020, just days
before the national lockdown due to the Covid 19 pandemic. The pandemic required
a change in the course of this research, as it was no longer possible to meet face-to-
face to undertake a participatory project. Despite initial hesitance around using
technology to engage a participatory research group, recognising that not everyone
may have access to appropriate equipment and facilities or the skills or ability to use
technology or participate in online video conferencing, it became clear with extended
social distancing measures in place that alternative options would need to be
explored. With a desire to ensure a fully accessible research process, | was
concerned whether this new format may further silence those who were already
underrepresented in research, such as people with cognitive impairment or learning

disabilities (Mikulak et al., 2023).

During planning, | consulted a series of resources (although noting the limited range
of these at the time) reporting conditions for facilitation of online steering groups or
co-production. As the Covid-19 pandemic progressed, one benéefit at this time was

the proliferation of virtual meetings and guidance that became available to support
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researchers seeking a means of maintaining involvement of participants in co-
production and participatory research. During this time, | attended various events
and meetings that were organised to enable information sharing between those

looking to maintain collaborative and participatory working online.

Zoom was readily supported by the University and aligned with privacy and storage
requirements, but was also selected as an appropriate platform for its

recommendation by other researchers who found the whiteboard and share screen
functions to be useful, along with the ability to have multiple users visible on screen
(Matthews, Baird and Duchesne, 2018; Daniels et al., 2019). In addition, it enabled
recording of video and audio, which was accessible to co-researchers after groups,
although the transcript needed editing for accuracy. There were, however, potential
privacy and confidentiality concerns to consider around the environment from which

people participate (Collard and Teijlingen, 2016; Daniels et al., 2019).

For some, it is recognised that virtual methods may enable participation. For
example, those who may have difficulty travelling or accessing a physical venue,
who experience fluctuations in their health, who would find it more comfortable to
participate from home, or indeed at the time of this project, who remained in social
isolation due to the Covid-19 pandemic. At this time of national lockdown, video
calling became a more familiar tool for many people to maintain contact with family,

friends and the workplace. | reflected on my concerns within my reflexive diary:
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Methodological reflection on the effect of the Covid-19 pandemic

| was reluctant to have an online steering group for the potential to exclude
those unable to use or access the internet. In a time when disabled people’s
participation had curtailed more than ever before, | wondered whether this
would be a positive outlet for involvement or a further demand on mental
health. The group would need to be small enough enable ability, space and

confidence for contribution.

Working online enables recruitment from a wider geographical pool of people unable
or unwilling to travel and saves on travel costs; there is potential rigor in a wider pool
of participants but online approaches may alienate those unable or unwilling to use
this approach (Collard and Teijlingen, 2016; Matthews, Baird and Duchesne, 2018;
Daniels et al., 2019; Lember, Brandsen and Tonurist, 2019). Although Daniels et al.
(2019) reported on studies showing that people find interaction just as easy in an
online group, there are potential issues with the flow of conversation. Lember,
Brandsen and Tonurist (2019) noted that the effectiveness and efficiency of
conducting co-production online can lead to uncertainties and risks to be ignored,
including potentially more tokenistic involvement (Lember, Brandsen and Tonurist,
2019). While the issues experienced are similar to face-to-face groups, they can be
more difficult to deal with and solve in an online environment; | found it useful to
follow Daniels et al.’s (2019) guidance on being prepared with participant
information, informed consent processes and the co-creation of our ways of working

(Daniels et al., 2019).
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4.7 Co-researcher recruitment

There is no set rule book for PAR or co-production, so as part of the planning stages,
| researched recommended conditions but also took influence from other sources. |

aimed to recruit 8-12 participants; a manageable number recommended for cohesive
group work in occupational therapy (Cole, 2018). However, when it was necessary to
change to online working, | reduced these numbers to align with those suggested for

working online (Daniels et al., 2019).

As discussed within Chapter 3: Conceptual Framework, my intention within this
project was to ground the project in a critical perspective of disability, rejecting a
limited impairment-focus that narrows the conceptualisation of what it is to be
disabled (Goodley et al., 2019). As such, | intended to take a non-impairment-
focused approach to recruitment; to recruit people who identified as disabled, but to
remove the conventional focus on diagnostic labels. Despite the focus on
accessibility, inclusivity and bringing people with a range of lived experiences of
disability together, discussion with the collaborator did require some consideration of
impairment to enable support and access as needed. In recruitment information and
discussions, | emphasised my willingness to facilitate participation on the terms of
people involved, including time and location of involvement (McFarlane and Hansen,
2007). The pre-requisites for co-researchers were access to a communication device
that could support video calls, the cognitive capacity to participate in and contribute

to discussion groups, and participants had to be aged 18 or older to take part.
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4.7.1 Engaging with a collaborator for co-researcher recruitment

Research within the Transformative Paradigm and the PAR approach are consistent
in their focus on trust building in the process of entering the community (Creswell,
2014). From their own experience of participatory research, McHugh, Coppola and
Sinclair (2013) describe the benefits of finding a gatekeeper; someone from the
community who acts as an intermediary to be able to engage potential participants
and direct initial sessions, to ensure a researcher is not within this position of ‘power’
(McHugh, Coppola and Sinclair, 2013). For reasons outlined within the Glossary of
terms (page 25), | use the term collaborator in place of gatekeeper. Although they
involved people with learning disabilities only, not a mixed group, Henderson,
McLean and Kinnear (2022) also describe working with collaborators for recruitment,
with the aim of involving people who hadn’t been involved in research before; but

also reflected the potential for collaborators to block access with concerns for

capacity or perceived vulnerabilities (Henderson, McLean and Kinnear, 2022).

While a local organisation had been identified as a potential collaborator during the
scoping phase, the Covid-19 pandemic restrictions ceased all activities at this site,
and it was not a realistic potential for recruiting an online steering group. Instead, an
email approach was made to another organisation involved in the scoping exercise,
located further away, with a brief outline of the new steering group strategy and
whether they could identify anyone who may want to be involved. Within my
fieldwork journal, | reflected on my worry about whether we would find anyone

interested in undertaking this process, but how the collaborator settled concerns:



148

Methodological reflection on initial engagement with collaborators

A single conversation can completely alter research progress. | approached
a potential collaborator as a ‘trusted contact’ with concern about ensuring
diversity in a small group, and they instantly suggested a range of people to
approach. They also made some great suggestions for more accessible

recruitment information.

Although a detailed description of the project was not possible due to the emergent
nature of PAR, an initial outline was required to ensure the community collaborator’s
understanding of potential involvement for co-researchers. A telephone conversation
was held with the collaborator in August 2020 to discuss this outline and potential co-
researchers. After discussing the various requirements, the collaborator suggested
two males and two females with varying impairments who may be interested in
participating. The collaborator asked what the criteria were for accepting co-
researcher involvement, but there were no criteria aside from the practical notes
previously mentioned (age over 18 and access to a device for accessing video calls).
| trusted the collaborator’s ability to select potential co-researchers with varying lived
experiences of disability and sport and physical activity. The collaborator also asked
whether we would include d/Deaf people or those with visual impairment within the
group. There was no reason to exclude these valuable perspectives, but there would

be additional access requirements to be considered for the research process.
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4.7.2 Co-researcher informed consent

A co-researcher information sheet (Appendix 4.1) was created to send to people who
had expressed an initial interest in participating in the online steering group, following
published guidance (National Health Research Authority, 2017; University of Essex
Research and Enterprise Office, 2021). It was essential to make people aware of the
expectations of this role but also to establish their expectations of the project and
their expectations of me as student co-researcher, and to ensure autonomy and
informed consent. Those giving their time to contribute their skills and experience to
this research should know that they could withdraw at any time or come and go at

any phase of the research, should they wish.

The information sheet also included details about co-researcher involvement
payments. While it was intended for the group to discuss what people would want to
receive in return for their time and expertise, following best practice guidance from
Shaping Our Lives, a national network of service users and disabled people, and
National Institute for Health and Care Research (NIHR Involve, 2018; Shaping Our
Lives, 2025), co-researchers were offered the opportunity to claim an involvement
payment (voucher or charity donation) for their time. If participants chose to accept a
payment, they would be encouraged to discuss with their local benefits office
whether any potential payment would affect their entitlement for welfare benefits. |
was aware of critique of involvement payments as ‘buying’ involvement (Fernandez
et al., 2021), but while co-researchers said they appreciated the token, it was
confirmed throughout the process that this was not the sole reason for engagement.

To record the process, co-researchers completed a form after each session to
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specify their preference for a voucher or donation (Appendix 4.2). To enable
accessibility, an Easy Read version of the information sheet was created (Appendix
4.3). The information sheet was also used to create a video, and a shorter
introductory video enabled a quick introduction to the project. An Easy Read video
was also produced to ensure people were able to access items using the appropriate
format (Appendix 4.4). The videos were uploaded to YouTube as unlisted; subtitles

were included, and simpler links were created using TinyURL.com

| reflected on the process of making this information in my fieldwork journal, but also

about the uncertainty | felt at this point:

Methodological reflection on creating information for co-researchers

Recording the co-researcher information sheet as a video enabled greater
consideration of its accessibility: speaking the information required plainer
language, but | am concerned about appearing patronising in my attempts to
speak with more clarity. | have many questions right now about whether
people will want to be involved, whether | am asking too much and what co-
researchers will gain as a result, whether we will have enough time, and

what my role will be — | am very concerned about not directing progress.

All items were sent to the collaborator for their initial feedback on the information and
its accessibility. This led to changes being made, including simplifying the title slides
and editing all PDFs to ensure they were accessible to screen readers. An email was
then sent to the collaborator to support them with distributing information to potential

co-researchers (Appendix 4.5). Boddy (2016) notes that when working with a
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collaborator, extra care is needed to ensure consent comes from the participant
themselves (Boddy, 2016); although this consent was not associated with any ethical
review requirement, | needed to ensure my process was sound. Consent was

therefore sought during an introductory conversation with potential co-researchers.

4.7.3 Introductory conversations with potential co-researchers

The project guidance was supported by an initial individual discussion with each
potential co-researcher. What was deemed the appropriate level of information
(determined by the collaborator who was aware of the individuals’ cognitive ability)
was emailed before these discussions (and would have been posted if requested),
along with a sketched out plan for the first discussion group session and a list of
topics for discussion (Appendix 4.6). During the initial introductory discussions, | was
focused on beginning to establish a working relationship with potential co-
researchers. These conversations were congenial, and | had a sense of starting to
build a connection on which to base the research. But | also had in mind the question
of how much is personality a factor in recruitment — is it more important for everyone
to get along and have rapport for investigating the problem, or to ensure we have
voices who will challenge and question — those who wouldn’t necessarily agree with
each other? | am not sure these are mutually exclusive, but | felt it would be

interesting to see whether we could create an environment of friendly challenge.

The initial conversations with potential co-researchers were held via Zoom and also
offered the opportunity to build trust, enabled co-researchers to understand what and

who to expect in the group, enabled testing of functionality, to establish any access
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requirements and to iron out any issues with using the technology ahead of group
meetings (Collard and Teijlingen, 2016; Matthews, Baird and Duchesne, 2018;
Daniels et al., 2019). | also opened the group session 10-15 minutes early to enable

any further troubleshooting.

Potential co-researchers were able to feed back on the written information sheet and
first session plan during this call, to make any changes and suggestions. Both were

working documents that offered initial opportunities for involvement in co-production

and shaping the direction of the project, with the intention for future sessions to be

increasingly co-created as the process developed.

Methodological reflection on co-researcher recruitment discussion

Discussing the project with one co-researcher highlighted how the topic of
this research is difficult to explain in the concrete terms and concepts that he
would prefer. Also, because the research approach lacks a set structure,
everything feels quite woolly. | was concerned about explaining the project
well enough for him to be fully informed. The collaborator facilitated our
discussion by asking me questions about the project and | had to explain the
vital points clearly and succinctly. The involvement of this co-researcher will
ensure the process as much the product of this research are accessible and

inclusive.

4.7.4 Issues during co-researcher recruitment

During one conversation, | was talking to a potential co-researcher about how we
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would discuss different elements of the research within the discussion groups, and
she joked “and then you’ll go away and do the work”, highlighting issues around
distribution of power, roles and responsibilities that will be revisited in section 7.5.4.
One person declined to take part after the collaborator’s initial conversation, and
from viewing the recruitment video. They expressed concerns about the
‘academicness’ of the project in relation to their own interests and abilities. | did not
have a chance to have an initial conversation with them, and felt | wanted to talk and
reassure them but, on reflection, | must respect this decision and ensure that
everyone joins on a voluntary and uncoerced basis. This is a commitment and if
someone feels it is not for them, | cannot try to persuade them otherwise. It was
inappropriate to press further, and this decision was respected. | reflected on this

instance within my field diary:

Methodological reflection on rejection of involvement

It’'s tempting to suggest a further conversation and | wonder whether | could
have done something different with the recruitment information, but this is

not about persuading people who do not think the project is for them.

Another concern during co-researcher recruitment was the potential for bias in who
the collaborator selected. While they were aware of the need to ensure a diverse
range of perspectives and characteristics in those approached about the research,
they also had insight into who may be interested in the research and who may be

willing to engage in the project.
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We resolved this by openly discussing and reflecting on these various factors to
ensure as diverse a group as possible, in the knowledge that it would be discussed
together what the group thought of the representation and whether anyone else
should be included. This approach reflects how bias and subjectivity are
acknowledged and critically addressed within PAR, with recognition that attempts to

erase it are futile (Wimpenny, 2013).

4.7.5 Co-researcher identities

Five people agreed to become co-researchers and to attend the first meeting: four
disabled people and one family carer (supporting the involvement of the person with
a learning disability). By making time to reflect together on the multiple intersections
of our identities as co-researchers over time, we would consider how this could
influence the process of the research (Brighton and Williams, 2019). As will be
explored within the section on co-researcher discussion groups, a further co-
researcher was recruited in December 2020. A table of co-researcher identities can

be found in Appendix 4.7.

4.8 Timeline of co-researcher involvement

Figure 4.1 demonstrates the process undertaken from recruitment through to initial

discussion groups up to the point of data collection.
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Figure 4.1: Initial process undertaken during co-researcher discussion groups

The GANTT chart in Appendix 4.8 provides an overview of the phases of the
research process, while Appendix 4.9 outlines in more detail the activities

undertaken.

4.9 Co-researcher discussion groups

For PAR projects, Koch and Kralik (2006) recommend up to 10 meetings per group,
lasting 2-3 hours, including time allocated for relationship building (Koch and Kralik,
2006). While | had originally hoped to be able to use creative, practical and
participatory methods to facilitate co-researcher engagement, we were limited by
being online to a format involving talk, hence the description ‘discussion group’,
which was intended to be a friendly and accessible term for co-researchers.
Additionally, discussion is the mode of communication most used within PAR that
also aligns with Freire’s demand for dialogue within the process of conscientisation
(Freire, 1972). Referring back to Habermas’s (1996) theory of communicative action,

deliberate, democratic dialogue is the most common mode of collaboration in action
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research, with three features: orientation towards mutual understanding, a goal of
achieving unforced consensus on action, and creating a communicative space to

bring people together (Habermas, 1987; Mertens, 2009).

In the first meeting we negotiated the conditions for future discussion groups.
Sunday was the best day for all, with mornings (10am-12noon) preferred by those
who experience fatigue. The first meeting was one hour but subsequent meetings
were two hours. Co-researchers suggested that an hour was not enough to discuss
everything that we needed to, and all agreed that two hours would be acceptable
with adequate breaks (2 x 10 minutes), maintaining the frequency of one meeting per
month at the beginning. The involvement payment provided was adjusted to take
account of the longer meeting duration. We also discussed mechanisms for sharing
and saving information between us, and co-researchers agreed to trial using the
secure file sharing service provided by the University of Essex, Box. We had our own

folder that only co-researchers could access.

Agendas for each discussion group can be found in Appendix 5.1-5.9 and an outline
of topics discussed within each discussion group can be found in Appendix 5.10.
Each discussion group plan featured the practical details at the top and started with
time to review what we talked about previously. In the first group we had a section to
talk about confidentiality and how what was discussed stayed in the group. After that
we had the main tasks for the meeting. We always concluded with a reflection on
how the session had gone, with each person having time to respond to two
questions: How did the session go? What could we do differently? This helped us co-

create the agenda for the following meeting; the date of the next session was then
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mutually agreed, according to everyone’s other commitments.

After each meeting | would do the practical facilitation task of recording what had
been discussed (example in Appendix 5.11), sending a follow-up email to thank co-
researchers for their participation, to arrange their co-researcher involvement
payments but also to seek feedback on how they thought the group went. Co-
researchers were also invited to input ideas for the next meeting. This often resulted
in the opportunity to make further tweaks to the process or future agendas. For
example, after the first meeting, one co-researcher suggested someone else who
they thought may want to be involved in the research, so this was added as a point
of discussion under the agenda item ‘who else should be involved?’. Another asked
whether they could share details of the research with a service user group; ‘talking to
other people about our research’ was added under the agenda point of
confidentiality. As we progressed, this section also included more about sharing our
research and who we had been talking to about the project and what collaborative
dissemination opportunities had occurred since the last meeting. | would also set up

and send the Zoom link for the next meeting.

4.9.1 Overview of co-researcher discussion groups

| mostly planned the first meeting as we had not yet met together, but overestimated
how much we would be able to achieve in the time we had. We only had an hour
together on this first session, but we managed to complete the planned activities of
getting to know each other, introducing the project, and thinking about our group

agreement. Koch and Kralik (2006) noted how when beginning to work with PAR
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participants (or co-researchers, within this study), outcomes can be technical and
practical but, over time, action and reflection move towards more emancipatory
outcomes (Koch and Kralik, 2006). This was initially the case, as we negotiated

practical aspects for each meeting, as | reflected within my research journal:

Methodological reflection on first discussion group

We did not get through the whole schedule for the first session, but some
key decisions were made, and we tried out some of the features on Zoom to
see what might suit us best. We also had our first example of collaborative

problem solving of a technical issue.

We began a cycle of discussing and collecting ideas that could then be revisited,
reviewed and confirmed in the following meeting. As such, in our second discussion
group, we reviewed and agreed our group agreement (Appendix 5.12) and
undertook an exercise to explore and map our existing skills and experiences, and
what we thought we would be bringing to the research, using the word cloud
generating tool Mentimeter (Appendix 5.13). This discussion was rooted in the
intention of taking an asset-based approach and making the most of existing co-
researcher skills and experiences from within the group. Kramer-Roy et al. (2020)
describe a process of building mutual respect with co-researchers who come
together with a range of different experiences, some of whom may have felt uneasy
or threatened by the differing skill levels. This reminds me particularly of the
collaborator, who jokingly asked for more brevity in emails, was at pains to describe

themself as a practical rather than academic person and was very open about their
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differing skill set. Also the family carer involved in our project, who was concerned
whether they would be able to follow the discussions. It was therefore necessary to
explore how a range of skills were beneficial for research; some co-researchers felt
they had nothing to bring as they weren’t ‘academic’, or hadn’t done research before.
We discussed what roles people might look to take in the sessions, for example
facilitator or note taker (Rifkin and Pridmore, 2001), but despite this discussion, the
sharing of responsibilities isn’t something that happened straight away, it developed

through the process as people’s strengths and skills became apparent in the work.

The exercise also helped to reveal what connections and networks people had that
would be useful to the work. This moved quickly into a discussion about who the
potential audiences for this project were, who this research was for and what we
were trying to find out, beginning the task of working towards our research question.
Fernandez et al. (2021) noted how sensitivity to ethical questions are critical at the
stages of formulating research questions (i.e. determining what is important to study
and how to approach it) and when interpreting and disseminating data (what
knowledge is constructed and how it is shared) (Fernandez et al., 2021); it was

therefore vital to ensure co-researcher involvement at these points in the process.

Also in discussion group 2, one co-researcher shared their own experience of
conducting an evaluation of disabled people’s participation at a particular venue,
which offered co-researchers understanding of the issue in a real-life context. We
concluded the main body of the meeting with a discussion considering who else
needed to be involved. Co-researchers felt we needed another person, and we

discussed who we might be missing from the group in terms of representation;
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critical attention is needed within transformative research approaches to what voices
might be missing or excluded (Mertens, 2009). Co-researchers felt we needed
another male to even up the gender balance and | took their suggestions to the
collaborator to see whether there was anyone they could approach. They had two
people in mind and after initial discussions, one agreed in principle, and | met with
them individually. They consented to take part and were given an overview of what

we had done so far.

In discussion group 3, we met our new co-researcher and continued to build our
understanding of the issue being explored by discussing some questions around the
key concepts and terminology. Small group discussions in Zoom breakout rooms

were focused around three separate questions:

e What does participation/taking part mean to you?
e What does evaluation mean to you?
e What are we trying to find out and how are we going to do it?

We came back together to collate our thoughts.

After discussion group 3, | actively reflected on my own position and role within the
research, whether | was taking the right approach, and how this was changing as
group relationships formed, and co-researchers began to take on responsibilities
within the process. So, within discussion group 4, co-researchers had the opportunity
to discuss within breakout rooms and decide what role they wanted me to take in the
project. The consensus was that co-researchers were keen for me to act as

facilitator, handling the administrative tasks and providing a steer in response to



161

what was being said, enabling space in groups for co-researchers to discuss and
make decisions. Co-researchers were also invited to discuss whether they felt like a
co-researcher, and what would give them more control of the process and enable
them to share responsibilities in the research. The outcome of this discussion is

shown in Figure 4.2.

- What role do you want Bev to take - ally, facilitator, note tak
er, or something else - What do you need from me?

Bev's role is to guide what we want to get out of the discussio
ns, to keep them on the right track

- Do you feel like a ‘co-researcher”?

Is there a definition of what a co-researcher is? So we are sure what the
role is.
Thought co-researcher meant working with you to research the project.

Do feel like a co-researcher already

- What would give you more control of the process, how can w
e share responsibilities?

Later on, will have different roles
May be working in smaller groups, to have different tasks

Figure 4.2: Whiteboard record of co-researcher discussion about our roles in the research

We also discussed our research question and what we wanted to ask the people
involved; the development of our research question was an iterative process as co-
researchers sought to define the issue and refine the question (See section 5.3.1).
This is a common approach within PAR, at contrast with a traditional research
approach where a research problem is defined directly from a review of existing
literature (Cornish et al., 2023). | reflected on this process within my fieldwork

journal:



162

Methodological reflection on building our research proposal

As we talked about potential research questions, one co-researcher said
they wanted to know more about how the situation is now: | prompted
whether it could be part of our research to directly ask funders about the
current situation. | am attempting to take a facilitative approach in
responding to such suggestions without being directive. The review of our
discussion will be shaped into the research proposal template for co-

researchers to review — this will help us make the most of our time together.

From the co-researcher discussion illustrated in Figure 4.2, at this point, we split into
two groups of co-researchers; two were more interested and connected in the
funders side of the project, while the remaining four co-researchers worked on the

side focused on users and non-users of disability sport and physical activity.

Co-researchers wanted to be involved in the process of data collection, and we
continued to plan the project in a way that ensured this could happen practically.
Involvement in this stage, but also in data interpretation and analysis, intended to
mitigate the danger of research mispresenting or lacking sensitivity to voices of

disabled people, potentially perpetuating misinformation (Fernandez et al., 2021).

In discussion group 5, the group split into their two research teams, with a breakout
group for each, where co-researchers worked together on deciding who they would
want to be involved and what they would want to ask them. Together co-researchers
developed a schedule of questions and decided what format they wanted to use. At

this point we were still restricted from carrying out in-person research due to Covid-
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19 infection prevention measures. While Zoom interviews were considered an
accessible method for funders and related organisations, it was unclear how we

would proceed with recruiting and exploring the issue with disabled people.

After this discussion group, | reflected on the progress that was being made and how
individuals were finding their own ways of contributing, and on the plans of two co-
researchers to meet together before the next session to refine their interview

schedule for funders, providers and related organisations:

Methodological reflection on building momentum

Everyone is really getting into this session, working together on a specified
task, refining the research question and simplifying the language. It seemed
to make such a difference to have defined tasks to work on. One co-
researcher has offered to go away and work on the final wording of the
questions and to start adding pictures. Others have offered to support her by
email. The other group of co-researchers are going to meet up this week to
finalise their own set of questions. They also came up with a long list of
grassroots, mid-level and high-level funders to approach. We are meeting up
sooner — 3 weeks — as we can continue the momentum of working on our
information sheets and consent forms. One outcome of this meeting is that
others have taken on tasks. Another great thing that happened was that all
were checking in with one co-researcher on whether he could understand

the questions, so he was really involved in the process.

By this point, there was a collective reflection on a clear direction being established
and progress being made, as co-researchers commented individually after the

session:
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Co-researcher reflections after discussion group 5

“The chance to consider and contribute questions before helped
enormously. Helped structure the task and keep discussions focused. Was

positive and not what | feared. It felt like progress.”

“Funny how it suddenly comes together — | couldn’t see how it could in

previous sessions!”

“Had a great time today, couldn’t believe how fast time disappeared, working
in the small group really allowed for a good amount of focused work to

happen. Getting excited to see it all come together.”

“Thank you for another fab discussion group. | think now we’ve got a clear
direction | can really see the project taking shape. Very happy to be working

with you all.”

With co-researcher agreement, | had prepared a skeleton template of the kind of
questions that would need to be in our research information sheet and template,
based on the requirements of the University of Essex ethical approval process. In
discussion group 6, the maijority of the session involved co-researchers in their
separate groups, writing their consent form and research information sheet, tweaking
and adding points where they felt the need to elaborate. Towards the end of the
session, we reviewed the research proposal that | had pulled together from their
discussions. This was an example of the benefit of my facilitative role, as it enabled
the document to be built from an overview of their discussions and decisions. | also
gave an overview of what would happen in the process of obtaining ethical approval

from the University for our research.
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Methodological reflection after discussion group 6

| was nervous about how today would go with the first (expected) absence.
After the meeting, first thought is — fantastic. Why? It felt relaxed rather than
rushed, with time for social chat. Everyone was happy with one break. One
issue — | spoke over two co-researchers again; this was politely called out as
another co-researcher couldn’t hear. We completed work on the consent
forms in the allocated time. | said it would be difficult to set a next group due
to timescales of ethical approval, but one co-researcher suggested setting a
date and everyone was keen (in 7 weeks’ time). | raised my concern about
having to do more than 8 groups to cover everything, but everyone

expressed their continued commitment.

The application for ethical approval for our research was submitted after discussion
group 6 but was not yet approved when we met together for discussion group 7. It
was felt necessary to meet so as not to lose momentum. Co-researchers spent time
exploring and confirming our definitions of disability and physical activity and

completing our data collection plan.

By discussion group 8 we had received confirmation of ethical approval, so we
discussed some practical tips for data collection; co-researcher Karen shared her
tips from experience (Appendix 7.13), and we talked through our data collection
process (Appendix 7.1). Within my reflective journal | had noted how the co-
researcher with learning disabilities was better supported to participate by this
session, being actively invited to help with the accessibility of participant questions,

trying out and tweaking the wording and selecting accompanying Easy Read images.
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Within discussion group 8 we also discussed the possibility of recording a podcast of
our experiences of conducting our research; co-researchers were keen to do this but
also suggested to have a video version too, with captions for accessibility. Data

collection commenced after this meeting, and we were in contact individually and as

a group by email to make arrangements.

In December 2021 we met together for a Christmas ‘catch up’, to check in with each
other. While suggested dates were discussed and a compromise was found, only
three co-researchers, including myself, were able to attend the meeting on Zoom.
We discussed the progress of data collection and any further actions that could be
taken. We discussed whether we should name our project, to give a more accessible
description for us to refer to with people outside of the project in our dissemination
activities and used the whiteboard function to generate ideas. One co-researcher
had recently come across a project using the word ‘voices’ and liked this concept.
Other ideas felt to be important included inclusion/inclusivity as well as activity,
although ‘physical’ was not felt necessary to include, with the implication that our
work could have implications for evaluation further than just sport and physical

activity. Figure 4.3 demonstrates the Zoom whiteboard record of this conversation:
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Voices for activity Voices for inclusive activity

Inclusive activity project Inclusive voices

Inclusive activity voices Collaborative activity project

AIE project
Collective
Collaborative Interpret
Voice Explore
Peruse
Measuring gé?ﬂ\':iie
Comparing :
Collation Invgstlgate
Review
Determine

Figure 4.3: Working together using Zoom whiteboard to name our project

After various iterations, the co-researchers combined ideas into the Voices for

Inclusive Activity project.

As data collection continued, we did not meet all together again until September
2022, when we met to talk about our approach to analysing and interpreting our
data. We then later met to plan and record our podcasts and came together for our
in-person analysis and findings day. The details of these later meetings will be
further explored in the following chapter, which will explain how the VIA project was

carried out.

410 Co-researcher relationships

Active collaboration and the building of relationships are foundational aspects within
the PAR process, where issues are studied and action is taken in partnership
(Grimwood, 2016; Cornish et al., 2023). Equally in co-production approaches,

attention, time and energy must be paid to forming equitable relationships as early
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as possible in problem definition and agenda setting, with accommodations made to

ensure everyone is able to contribute (Williams et al., 2021a, 2021b).

The scoping exercise provided a route to establishing relationships, earning mutual
trust with an organisation where the topic was of interest, a means of earning
community ‘buy-in’, and enabled a trusted link between the project and potential co-
researchers (Fernandez et al., 2021; Cornish et al., 2023). After initial co-researcher
recruitment discussions, | reflected on my own status in this process within my

journal:

Methodological reflection on relationship building

At a conference, a fellow PhD student reflected on the forming of friendships
with the participants in his research, which involved playing football together.
My first discussions with co-researchers have been very relaxed and
reciprocal conversations. Co-researchers have been keen to hear about my
own interest in the project and sporting experience. | have started

considering how much I give of myself; how much do | share of my own life?

An established relationship with the collaborator meant they built trust in the project
with potential co-researchers, introducing the project, providing the project
information and introducing us to each other. This relationship was enhanced by the
collaborator’s vested interest in the project, resulting from the issues experienced
evaluating their own activities, so they were keen to ensure its success. This
approach then translated into the recruitment of research participants for the VIA

project. The collaborator approached and recruited participants on our behalf,
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scheduled times and ensured we had a space in which to conduct interviews; all
mechanisms described as building trusting research relationships by Fernandez et

al. (2021).

When we met together, transparency about my position, intentions and motivations
with this research was a vital basis for building a trusting relationship with co-
researchers and this required acknowledgement from the outset that this project was
connected to my PhD (Fernandez et al., 2021). However, | emphasised how |
wanted to work together to find ways that co-researchers could benefit from the
undertaking of this research. | explained in accessible terms how | was taking a
critical stance to this issue, questioning existing practice, aligned with Fernandez et
al’s (2021) recommendation on how a collaborative relationship is built on a critical
epistemological approach with a shared intention to tackle issues of oppression
(Fernandez et al., 2021). However, it was also important to be realistic about what
we might achieve during the project; as we progressed, | also had to manage

expectations (Cornish et al., 2023).

The PAR research process has been described as a series of deliberate decisions
affecting all involved and deliberate actions were put in place to begin the process of
building connections between co-researchers (Fernandez et al., 2021). The first
discussion group was an opportunity to get to know each other and to start thinking
about our ways of working together. Everyone took part in introductions, and an
icebreaker activity was used, although one person refrained from doing this. We then
started developing together our ‘ways of working’, with everyone contributing to the

discussion. The whiteboard shared on screen was used to record people’s thoughts
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on how we should work together, with everyone adding to this (Figure 4.4), but some
preferred to verbalise rather than type. The resulting ‘Ways of working’, negotiated

during the session, can be found in Appendix 5.12.

o?
To listen to each other  To respect different views

Respect each others
different opinions

Let oth

Respect when others are
speaking

Figure 4.4: Whiteboard from discussion group 1

As Cornish et al. (2023) note, working practices cannot always be completely
determined from the start and are negotiated over time, as long as a foundation of

trust is established through relationship building.

| included protected time at the beginning of each session for catching up and getting
to know each other. We also had a scheduled bingo evening organised with the
collaborator, who had been running popular online bingo sessions during the Covid-
19 pandemic, along with a Christmas catch-up during our period of data collection in
2021. Although this may sound forced, it aligns with Fernandez et al.’s (2021)
recommendation to be deliberate and transparent when looking to build trusting,

collaborative relationships. Being online meant we did not have the natural social
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time at physical meetings that occurs during set up, breaks and after a session. Co-
researchers also felt able to contact me individually if they wanted to discuss
anything from the session; one co-researcher had practical concerns that we

addressed outside of discussion groups:

Methodological reflection on co-researcher adjustments to process

A co-researcher contacted me with concerns about whether our participant
questions would answer our research question. We talked it through, and the
co-researcher suggested some changes that were well received by other co-

researchers.

Despite the measures taken, we did lose involvement of the co-researcher who
joined with their family carer, during the time of data collection. This was experienced
through a long period of no response to messages. As a team, we sought different
ways to maintain their involvement; other co-researchers were keen not to lose their
input or unique voices in the project. However, there came a time when we needed
to respect their decision to leave the process. | will explore more about this situation

in Chapter 7: Methodological Learning.

411 Adapting the process

Within this project, my focus was on enabling meaningful participation within the
research process and how we conducted ourselves within the group to ensure

everyone was able to contribute. At this time, | was seeking learning from existing
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projects to inform the accessibility of the project, although was often having to further
adapt the process for online working. | reflected within my journal on attending a
PAR training session learning about the process taken in the Productive Margins
programme, and many of these suggestions were adopted in our project (Barke et

al., 2020):

Methodological reflection on suggestions for accessibility

We explored ways of making the research process more accessible — and
how understanding specific needs and making it more accessible for one
should make it more accessible for all. We talked about using symbols for
time out’ or inaccessible language, e.g. Zoom reactions, using the private
chat box or having something physical to hold up. Other ideas included
creating a decision log to have a record of progress, to hold people to
account and help those unable to attend some sessions. To establish
whether individuals are following the conversation, it was suggested to use
gentle questioning and to offer one-to-one time as well as group time. Other
ideas included asset mapping to share what experiences and skills everyone
brings, asking simple questions to establish a research aim and question,
and introducing methods by asking — what ways have you learned more
about something? Also giving opportunities for training within the group, to

share skills and interview each other.

Occupational therapists enable participation in meaningful activities according to
individual needs, which might involve adaptations to the activity or the environment
(Duncan and Hagedorn, 2021). Within occupational therapy training, skills for

working with groups are developed, including working with group dynamics,
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considering the role of the facilitator and the needs of both individuals and groups
(Cole, 2018). Operating with a critical, Social Model-inspired perspective on
disability, the aim within this project was to ensure the environment for participation
was as accessible as possible for co-researchers to participate fully within the
research process. Some of these adaptations began from the point of recruitment, in
ensuring a range of materials were available for co-researchers to make an informed
decision about their participation. Working with a collaborator provided a trusted

person to discuss their potential involvement before our initial meeting.

However, | did not want to dictate the approach and was cautious to suggest
solutions when issues arose; co-researchers were encouraged through careful
facilitation to find their own solutions, promoting a sense of shared belonging and
ownership of the research process. For example, to begin with, some people found it
difficult to follow the flow of conversation, so suggestions were made by the group to
recap key points at the beginning of each group and to record our discussions on
screen as we went along. We used the Zoom whiteboard function to record our
discussions, although this was appreciated by some, it was not entirely successful
for all; one person was unable to reach the keyboard and participate in the
discussion simultaneously, so their suggestions were added to the whiteboard by
another co-researcher. The suggestion was made to use communication tools to
allow people to disrupt the flow of conversation for questions and clarifications. Two
group members suggested resources, which were discussed and decided on during
a subsequent discussion group (Appendix 5.14). The carer for the person with
learning disabilities mentioned that they would find it useful to have a visual agenda

to talk about before the meeting, so the agenda for the second meeting included
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Easy Read images (Appendix 5.2).

412 Summary

This chapter has introduced the overarching methodological approach of PAR and
its congruence with co-production techniques. Some of the ethical considerations
have been detailed around the ethics of PAR, relational aspects and institutional
ethics. Reflexivity has been explored, and initial reflections have been included
relating to conducting research in the context of a PhD and as a non-disabled
person. The formation of the co-researcher group has been discussed, including
issues around recruitment, the practicalities of discussion groups, building
relationships and ensuring accessibility. The following chapter will provide more

detail of the research project created and carried out by co-researchers.
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Chapter 5 The Voices for Inclusive Activity research project

5.1 Introduction

This chapter introduces the Voices for Inclusive Activity (VIA) research project
developed by co-researchers and describes how it was carried out. The specific
research processes are discussed, covering the practicalities of moving through the
PAR phases of Planning, Action and Reflection to enact the VIA project together.
Hereafter is described the Planning of our research proposal, which first involved
defining key terms to underpin our investigation before we defined who should be
involved and what we wanted to find out, the Action of engaging in participant
recruitment and data collection, and Reflection as we took steps to discuss and
interpret what we had heard from participants. The chapter will explore and explain

the involvement of co-researchers within all stages of this process.

Some of my own methodological reflections feature within this chapter,

demonstrating the process of reflexivity undertaken during the project.

5.2  Planning: Defining key terms

As we started to explore how to approach our investigation, exploring our key
concepts was the first step in defining our issue, with co-researchers providing their
own perspectives on concepts | had earlier defined for my own approach to the

project (Section 3.2).
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The final definitions adopted can be found in Appendix 5.15, however, discussions
around the definition of disability were particularly challenging, so these will be

further explored.

In discussing disability, one co-researcher suggested that some people with learning
disabilities and experience of mental health issues may read our project title and not
think the term ‘disabled people’ applies to them. As group members worked through
how they would define disability, the focus was on compiling a list of impairments; a
group member later emailed the definition of disability from the Equality Act 2010,
suggesting this as the preferred definition in use by other Disabled People’s User-

Led Organisations in their locality (UK Government, 2010).

Such a definition would serve the purpose of showing that people with learning
disabilities or mental health issues were included within our conceptualisation of
disability, however, | was surprised by this preference for a definition so rooted in a
Medical Model perspective. | was aware of the possibility that community-based
knowledge could reflect dominant discourse rather than challenging it (Mertens,
2009), but from the critical disability studies literature | had engaged with, | had
assumed, without my own lived experience of disability, that | should frame my
thinking within a Social or Social Relational Model perspective of disability (Brighton

et al., 2021).

| was concerned that a definition focused purely on personal impairment could be
divisive if we included it in our information. From my position and perspective as an

occupational therapist, | adhere to a professional philosophy where people are seen
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and responded to holistically, considering the whole person rather than simply what
their impairment, condition or issue is, despite critique of the ableist tendencies
within our profession (Patrick Gamboa Yao et al., 2022). However, it seemed from
co-researchers that, in the everyday reality of being a disabled person, the
experience of individual impairment was too important a part of identity to be
ignored. Some theorists have accused disabled people of ‘false consciousness’ for
failing to identify with the Social Model of Disability, while recognising that some may
not identify with this approach (Marks, 1999). This was reflected within co-
researchers’ discussions. One co-researcher noted that, while they are conscious of
the Social Model and acknowledge that social barriers can compound difficulties, a
disability makes it more difficult to do day-to-day things that do not necessarily
involve society. They identified with critique that the Social Model ignores the
presence and impact of symptoms such as pain (Shakespeare, 2017). The same co-
researcher also suggested that the individual and personal experience of disability
was a more tangible concept to grasp for people with more complex and profound
disabilities. There was subtle discord as we searched for an acceptable way of
describing disability. Identifying with a Social Model approach, another co-researcher
described themselves as not disabled in their own environment but disabled when in

an environment that was not set up for them.

As we continued to exchange examples of existing definitions, | shared an adapted
version of the Government Statistical Service (GSS) harmonised “core” definition,

used by the Office for National Statistics, for consideration:
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“Within this project we use the term ‘disabled person’ to refer to
anyone who has a physical or mental health condition or illness
that has lasted or is expected to last 12 months or more, that
reduces their ability to carry-out day-to-day activities. This
includes, but is not limited to, impairments that affect mobility,
mental health, learning, understanding or concentrating, or

being able to see or hear.” (Office for National Statistics, 2021)

Co-researchers decided to use this definition, although we expected this to evolve

with feedback from research participants.

5.3 Planning: Our Research Proposal

The previous chapter outlined the structure and processes through which co-
researchers worked together. Over the series of online discussion groups, the
elements that would form the basis of our research proposal (Appendix 6) were
discussed and agreed, through iterations of planning, acting and reflecting. At times
there was a fine line in avoiding coaching and enabling co-researchers to drive the
research, particularly at times of misunderstanding — | was keen to avoid directing
how research ‘should be’ carried out, or to suggest any approach decided was
‘wrong’. For example, there was some misunderstanding about the difference
between overarching research questions and data collection questions, requiring
further discussion to tease out the difference, and how the research questions

should follow logically from the overarching research question (White, 2017).

Within my reflexive diary, | wrote about the iterative process through which we

developed ideas for our research question, and how we endeavoured to make this a
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collaborative experience. | also reflected that, at times, the research question
seemed to be a ‘holy grail’ that we were searching for, but perhaps it was not as

complex as it appeared:

Methodological reflection on developing our research question

One co-researcher suggested that we all think about potential research
questions, to discuss and decide on in the next group. | had avoided
providing any examples of research questions, but co-researchers wanted to
have a starting point. Some of the questions co-researchers were asking
about the project could actually be research questions and the people they
thought should be involved were all potential participants, so | collated and
shared suggestions already discussed by the group. We realised that the
research question doesn’t need to be anything mystical or complicated, it

could be one of those questions we were already asking about the research.

Co-researchers stated the need for a sense of direction to discussions, so as the
facilitator, | posed open questions for small groups to discuss, such as ‘Who is our
research for?’. This particular discussion led co-researchers to identify two distinct
groups that may be key to consider: funders, providers and related organisations,
and users and non-users of disability sport and physical activity, although, as the
following methodological reflection highlights, there was no immediate agreement on

whose knowledge and experience should be sought.
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Methodological reflection on whose perspective is most valued

There is some discord in discussion about whose perspective should be
valued in this research. Some co-researchers keep coming back to question
what information funders want to find out, what do they want to measure?
One co-researcher stated they couldn’t imagine doing this research without
understanding the current picture and practice, what funders are currently
asking for and what is working and what isn’t. Other co-researchers are
commenting that their perspective is not the important one, that we need to
turn it on its head — what is important for disabled people to measure? Co-
researchers are talking about ‘flipping the script’ on evaluation: evaluating in
a way that’s person-focused, meaningful to disabled people, as that’s when

they’re going to get better results.

5.3.1 Our research question

A research question not only provides direction and defines the course of the
research, but it also helps to set boundaries on what will and won’t be considered,;
for this reason it must be specific and the parameters clear (O’Leary, 2013). The
process undertaken to define our research question echoed Green and Stoneman’s
(2016) suggestion to think of all possible research questions, before narrowing the
list and then refining, questioning and critiquing wording and meaning, considering
the questions’ objectives, terminology and assumptions (Green and Stoneman,
2016). All co-researchers engaged in this activity through mini cycles of planning,
action and reflection. It is recognised that transformative aims towards change don’t
translate easily into research questions and that questions can evolve or change as

necessary (Creswell, 2014; Watson, 2020), which is something we found as we
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engaged with the process and felt it necessary to include more than just funders of
disability sport and physical activity. However, through our iterative and collaborative
process of discussion and refinement, we arrived at an articulation of our research
question. It was split into three sub-sections, reflecting two different participant
groups and suggesting the possibility of seeking a solution from good examples in

current practice:

How can we find out what disabled people get out of sport and physical

activities in a way that meets the needs of disabled people and funders?

a) What are the things about sport and physical activities
that matter to disabled people? Why do disabled people
take part or not take part?

b) What do funders want to know about disabled people’s

participation in sport and physical activities?

¢) How can we give everyone the chance to share their
experiences of disability sport and physical activities, in

a way that funders can use?

We discussed the individual elements required of the research proposal and as
facilitator | pulled it all together into a cohesive document, which we then reviewed

and discussed together (Appendix 6):

Methodological reflection on agreeing our research proposal

There was little feedback on the proposal aside from some wording, but the
initial response was an audible ‘wow’ — everyone was pleased to see our

progress written down and happy in how it was pulled together.
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The development of the two strands of the research proposal ran concurrently but

separately (Figure 5.1). The process will be examined in more detail within the

subsequent sections of this chapter.

Our original application for ethical approval was granted on 215t June 2021
(Reference ETH2021-1151) (Appendix 8.1), with an amendment for face-to-face

data collection approved on 25" October 2021 (Reference ETH2122-0130)

(Appendix 8.2).
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Participant recruitment and data collection took place over a period of nine months
from September 2021 to May 2022 (Figure 5.2). This protracted period enabled co-
researchers to be involved in all episodes of data collection, accounting for their
availability, and allowed processes to evolve, for example, adjustments to interview
schedules and the addition of a survey version for carers and supporters to complete
on behalf of a disabled person (where this was the preference). For reasons of

availability, some co-researchers were more involved at this stage than others.

Sept Oct Nov Dec Jan Feb Mar April May
2021 ~ 2021 ~ 2021 /. 2021 /2022 /' 2022 /", 2022 /", 2022 /" 2022

» Funder * Funder * Funder + Strand 1 * Funder * Funder » Funder
interview 1 interviews interview 4 participant interview 5 interview 6 interview 7
2and3 + Carer interview + Strand1  +Strand 1
+ Strand 1 survey via Zoom data participant
data devised collection interview
collection and day 2 with via Zoom
day 1 with launched interviews
interviews 4-6
1-3 and

focus
group

Figure 5.2: Timeline of data collection

54 Action: Data collection strand 1 — Users and non-users

of disability sport and physical activity

The four co-researchers working on this side of the project met together within
breakout room sessions across three discussion groups to plan their approach and
create information to support this side of the project. First, they determined who they
wanted to invite to take part in the research. The group decided how this group of

participants would be described, users and non-users, the latter reflecting co-
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researchers’ desire to hear from people who do not currently participate in sport and
physical activity, alongside those who do. The overarching aim within this data
collection strand was to reflect the need for accessibility and inclusivity within the
research methods selected, as a range of methods of data collection and analysis

are required in response to the varying needs of disabled people (Watson, 2020).

5.4.1 Data collection strand 1: Participant information and

consent

The four co-researchers worked together to design an information sheet (Appendix
7.2), a consent form (Appendix 7.3), an email to potential participants (Appendix 7.4)
and an interview guide with questions that could be adapted for different modes of
delivery (Appendix 7.5). This offered respondents the opportunity for choice
according to what suited their own accessibility needs and reflects a qualitative
approach where multiple forms of data are collected from different sources and
reviewed together (Creswell, 2014). Co-researchers worked together to ensure the
accessibility of all resources, and this was praised by the participants in the process

of data collection:

Methodological reflection on accessibility of resources

In the course of talking about the need for accessible resources for visual
impairment, one interviewee praised us for providing documents in Word

rather than PDF, enabling them to magnify text as needed.
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5.4.2 Data collection strand 1: Recruitment of participants

A total of 21 disabled people were recruited to this strand of the project, with 10 of
these recruited with support of the collaborator for 6 face-to-face interviews and 1
focus group with 4 participants; the remaining 11 were recruited via distribution of the
consent form, with 9 completing the online survey and 2 consenting to Zoom
interviews. However, it took us some time to get started with data collection and |
reflected on whether this was because | needed to take action, with concern whether

| was holding back from taking the next steps:

Methodological reflection on starting data collection

| seem to hold the power to get data collection started; I've encouraged
people to start making contact but | am concerned whether people have the
time or inclination for this stage of the process, or whether they have been

waiting for me to ‘give permission’.

Co-researchers were involved in recruitment of participants, sending the project
invitation email out to their networks, which included a link to the consent form, which
was formatted for completion using Qualtrics. A co-researcher and | also attended an
online meeting of a user involvement group of a disability sport and physical activity
organisation to share details of the project. As | was the only co-researcher with
access to the Qualtrics account (determined by the limits of university software
licensing) | would check regularly for responses and note the method of data

collection requested by participants who had consented to take part. Whenever an
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online consent form was completed on Qualtrics, the participant’s preferred method
of data collection would trigger next steps. If they had selected online survey, they
would be sent an automatic link. If they had requested an interview or focus group, |
would manually check and email to check their availability, as well as emailing co-
researchers whether they would be available to be involved. There was only one
occasion where a person selected a focus group. As we did not have any other
participants opting for this means of data gathering, | emailed to see whether they

would like to instead complete an email or survey but received no further response.

We had planned our project in respect of Covid-19 restrictions, which necessitated
us to recruit participants at a distance and plan for data collection online, with the
option for use of telephone. However, there had always been concern about who we
would not reach using these methods of recruitment and data collection. In
September 2021, Covid-19 restrictions were lifting and there was potential for
institutional ethical approval of restricted face-to-face data collection. This would be
granted for a single site, subject to further Covid-19 risk assessment (Appendix 8.4).
The collaborator was approached and agreed to support with participant recruitment
and a case was made on the importance of being able to speak to people face-to-
face, to collect data at a site contextually relevant to the inquiry (Creswell, 2014).
The amendment for ethical approval was approved on 25" October 2021 (Reference

ETH2122-0130) (Appendix 8.2). | reflected on the sense of progress at this point:
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Methodological reflection on arranging face-to-face data collection

It feels like in this process the smallest of actions can enable snowballing of
progress; from contacting the collaborator we now have a face-to-face data
collection day during the half-term holiday. Not only would the timing help
one co-researcher’s involvement, but another co-researcher also attends the
sessions on this day, so this could be a positive way to get them involved in
data collection. While a detailed risk-assessment process is now required,
being able to do data collection in person is so vital to capturing a greater
range of perspectives and it will be a bonus to be able to see some co-

researchers too — a final in-person meeting at last!

Collaborator access

In the process of planning, the collaborator and | discussed what we would be asking
participants on the day. The collaborator used their knowledge of each participant to
suggest who might be suitable to be involved and gained initial interest. While this
relationship is an advantage in providing access to participants, with relationships
brokered by a source they trust, there was potential for accusations of bias in
selection. However, the collaborator’s aims were to recruit people with appropriate
capacity to consent and be actively involved in the interview process. The provider
reassured they were offering a ‘cross-section’ of participants with different levels of
capacity to respond and was best placed to have knowledge of people’s ability to
contribute to the research. Respondents of value may have been excluded by the
nature of this selection process, but with the collaborator’s understanding of the aims
and purpose of the project and the full support they had for these, there was no

intentional malice intended within their selection. On this first day of face-to-face data
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collection in October 2021, we spoke with a total of 7 participants. | reflected on the

positive outcome from the day:

Methodological reflection on face-to-face data collection

Such good reflections on the day and the process. | have wondered whether
we need to engage with face-to-face data collection outside of this one
organisation. Pragmatically, it would be easier for us to stay where we are,
because the site-specific risk assessment and ethics has been approved
and we have potential to work with a range of different people across the
different groups. Any other limitations are outweighed by the ability to involve
co-researchers in the data collection at a site they know and can easily

access.

As we had spoken to a range of participants with varied impairments on the first
face-to-face data collection day, we did not feel we needed to approach and
complete the process of ethical amendment to perform data collection at another
organisation, with the risk of co-researchers not being able to attend. However, after
this positive experience, data collection stalled. While treading a delicate balance
between general reminders and directing action, | prompted co-researchers to
continue recruitment efforts. One co-researcher invited members of their own sports
club to be involved. Another co-researcher used their extensive network to distribute
the study invitation to local and national disabled people’s organisations and
disability sport and physical activity groups. This action enabled recruitment of a
participant from Wales; although location of survey respondents is unknown, all other

people involved in interviews and focus groups were based in the East of England. |
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reflected in my journal on the advantage of involving co-researchers in this process,

with their valuable connections:

Methodological reflection on participant recruitment by co-researchers

One co-researcher is sending out to lots of contacts — a particular advantage
of working in this way is having access to more people but particularly
because they can judge who is well-placed to answer our questions. Also,
they are hesitating until the time is right — they are aware of the priorities and
preferred timings of these organisations, and the best window for approach.

We would not have known this if not working in this way.

Co-researchers were keen to undertake a second day of face-to-face data collection,
so | approached the collaborator, and this was arranged for April 2022. Although
recruitment was not otherwise driven by impairment type, the collaborator was keen
to ensure we received a variety of perspectives and experiences of disability.
Whereas on the first data collection day in October 2021 we had mostly spoken with
people with learning disabilities and issues with mental health, on the second data

collection day we spoke with 3 participants with predominantly physical impairments.

5.4.3 Data collection strand 1: Participatory data collection

Appropriate to research under the Transformative Paradigm, decisions about data
collection were made with co-researchers and time was taken to consider
appropriate methods (Mertens, 2009). Co-researchers were involved in all aspects of

data collection, supporting the notion that interviews need to be conducted in a way
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that builds trust with participants (Mertens, 2009). Co-researchers selected to use

very traditional methods of data collection, which | reflected in my research journal:

Methodological reflection on selecting methods

Can co-researchers make informed decisions on the best research methods
if they don’t know the potential for more creative approaches? Should | have
presented a list of possible methods to encourage thinking about more
creative opportunities to capture information from people with the most

severe impairments?

Perhaps this was more a product of the time, with Covid-19 restrictions and

uncertainty whether we could collect data in person.

Online survey

A total of 9 qualitative survey responses were received, including 3 pilot responses.
Co-researchers had worked to create a series of questions that could be applied in a
range of formats (see Appendix 7.5). One of the co-researchers was particularly
keen for the questions to be sent out as a survey, noting the lack of contact (due to
the Covid-19 pandemic) with the service users she usually worked with. Using my
university subscription | formatted the survey within Qualtrics, retaining the wording
and accompanying images selected by co-researchers within discussion group 8. |
created PDFs of the draft survey so that co-researchers could review and suggest

any changes, and a version was also created for carers:
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Methodological reflection on Introducing an online survey

From their own experiences of working with people with profound
impairment, one co-researcher has insisted on an online survey, including a

version for completion by carers and family members.

To pilot the surveys, the co-researcher sent them to a group of disabled people that
they had worked with as advisors on different projects. We added a box for feedback
on the survey itself and implemented a number of suggested changes before
distributing the final version. Online survey software has advantages in supporting
with formatting, including images, automating routing between questions and forcing
certain responses, but it also requires access to the internet (Leddy-Owen, 2016).
Hence the online survey was only one of a number of means for participation

(Appendix 7.6).

Face-to-face interviews

A total of 10 face-to-face interviews took place on two occasions at the collaborator’'s
disability sport and physical activity organisation, with participants attending cycling
and keep-fit activities at an outdoor park surrounding a lake. Both occurred within

school holidays so that the co-researcher who is a primary school teacher could be

involved in data collection.

Face-to-face data collection day 1 — October 2021

On the first occasion of face-to-face data collection, two other co-researchers joined
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me. Before we began the process of data collection, we all joined in with a cycling
activity, each selecting an adapted bicycle and joining a group cycling on a track
around the lake. After our return, we began the process of interviewing. Our
locations for data collection varied between sitting on adapted bicycles while
interviewees sat on the tail bed of a lorry or on fold-up chairs, to a field shelter
between the activity area and the café, where participants often had their lunch
(Figure 5.3). We had good access to participants by conducting the data collection at
the site of their sport and physical activity participation, but it was difficult to ensure a
private and comfortable space for data collection. The first two interviews took place
at the back of the organisation’s lorry, one of the participants had a parent alongside
offering a small amount of support. A focus group of four participants had two
parents nearby although they did not intervene; this focus group was held in their

lunch venue by a noisy roadside.

Figure 5.3: Locations for face-to-face data collection (day 1)

Despite recommendations for consistency (Creswell, 2014), an interview protocol

was not developed for ensuring standard procedures, as each interview required
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adaptation according to the needs of the participant, using the loose semi-structured
question guide (Appendix 7.5). Questions were often approached in a different
sequence and additional probing varied within each interview, according to whether
later questions had been addressed earlier on (Fielding and Thomas, 2016).
Together, the two co-researchers carried out interviews together, while | remained
present to deal with technical aspects such as recording interviews. In most cases at
least one co-researcher knew the participant, which encouraged their ease with the
situation. While it is recognised that interviewees can share their own perspective
and potentially introduce bias with misdirected prompting, probing or wording
(Fielding and Thomas, 2016), co-researcher contribution to the co-creation of

knowledge was prioritised.

The co-researchers undertook consenting procedures. To gain fully informed
consent, it needs to be considered from the participant’s perspective what they need
to know and understand, without overwhelming them; co-researcher involvement
aided this process (Boddy, 2016). It was not expected that all participants would be
able to read or understand the participant information, so verbal explanations were
given with time and space for participants to ask questions and discuss as needed
(Boddy, 2016). In preparation for this, | had printed participant information sheets
and consent forms in standard and large print, and copies of the questions. | had
brought audio recorders and iPads loaded with the consent forms and surveys. |
wanted to ensure a range of different options for people but it turned out the best
approach, initiated by the co-researchers, was to give the participant a copy of the
information sheet and for co-researchers to talk it through verbally, simplifying where

needed and checking understanding throughout. Each participant was then offered
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to complete the consent form via paper or iPad.

The preferred format was for questions to be asked verbally, with co-researchers
taking it in turns to ask the questions, adapting and prompting where necessary. The
discussion was audio recorded. Co-researchers were acutely aware of the potential
for our data collection to replicate difficulties experienced during evaluation with
participants. The co-researchers interviewed one participant on their own, another
with support of their father and a group of four friends together as a form of focus
group. The third interview was conducted with a third co-researcher who was
attending their keep-fit activity on this day. Despite the process of consent being
successfully completed for this interview, responses to questions suggested that the
participant’s level of cognitive understanding was limited. While the approach was
adapted as far as possible to aid understanding, responses did not relate to
questions, and it was necessary to disregard the data from the final analysis. On this
day, one focus group with 4 participants and 2 individual interviews were

successfully completed.

Face-to-face data collection day 2 — April 2022

On the second episode of face-to-face data collection our location was static (Figure
5.4). We used a bench near to the site of activity but far enough away to ensure a

degree of privacy.
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Figure 5.4: Location for face-to-face data collection (day 2)

The collaborator was leading a cycling group on my arrival but the first participant
was present, so we started building rapport. The co-researcher was arriving later, so
| introduced the project and proceeded with the process of informed consent and
interview. As the interview proceeded it was clear that the interviewee was
experiencing some mental health issues, so | raised a concern (without specific
details) with the collaborator afterwards. The researcher has a duty of care to
consider how it might be escalated or handled if a participant reveals any difficulties

(Boddy, 2016).

The co-researcher was known to the second participant and the collaborator
suggested the participant may feel more comfortable if the co-researcher took the
lead in introducing the project, undertaking the process of informed consent and
subsequently the interview. The co-researcher and participant drew on each other’s
experiences of having the same type of impairment and how it reflected their own
experience. The collaborator then briefed the co-researcher and | on the third and
final interviewee for the day. The collaborator suggested the co-researcher might find
it easier to understand the participant’s speech, so the co-researcher led the process

of informed consent and conducted the interview, but there were no communication
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challenges and we both provided prompts and requests for further information.

On both the first and second face-to-face data collection days, following the
completion of all interviews, we gathered together and each co-researcher shared a
verbal reflection on the progress of the day using the process outlined in Section

5.5.4, which was audio recorded to be appended to the transcripts.

Zoom interviews

Two participants expressed a preference for an interview using Zoom, so these were
arranged with co-researcher involvement. The first participant shared a perspective
so far unheard, as a partially sighted person heavily involved in Goalball. The
benefits of co-researcher involvement came to the fore within this interview, as the

co-researcher and interviewee shared mutual experiences:

Methodological reflection on the benefits of co-researcher involvement

The interviewee and co-researcher shared their experiences of disability
sport with one another. The co-researcher also identified with the
interviewee’s frustrations about inaccessible documents. It was also positive
for the co-researcher to share their perspective on the project and what they

thought would come of it.

The participant later emailed some additional comments, which were appended to

the transcript. Both Zoom interviews took place with participants who were also
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involved in organising sport and physical activity opportunities for other disabled
people, so there were some additional provider perspectives gained. After each
interview, the co-researcher involved and | used the process outlined in Section

5.5.4 to capture initial analytical thoughts.

5.5 Action: Data collection strand 2 — Funders, providers

and related organisations

Two co-researchers met together within breakout room sessions across three
discussion groups to plan their approach and create information to support this side
of the project. They first determined who they wanted to invite to take part in the
research and what they would like to ask them. While the focus was initially funders,
they expressed a desire to speak to organisations at three levels: large overarching
funding bodies, intermediary organisations who distribute funding and grassroots

providers who receive funding.

5.5.1 Data collection strand 2: Participant information and

consent

The two co-researchers worked together to design an information sheet (Appendix
7.8), consent form (Appendix 7.9) and invitation email (Appendix 7.10). All
interviewees but one (who was interviewed face to face) received the participant
information sheet and link to the consent form on Qualtrics and completed the

consent form via this route.
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5.5.2 Data collection strand 2: Recruitment of participants

The two co-researchers on this project strand created lists of their own contacts and
potential participants across the three categories, known through work or
volunteering. Recruitment occurred organically via these existing contacts, and

interviewees also shared project information with their networks.

A total of 7 representatives from a range of organisations were recruited to this
strand of the project (Appendix 7.12), with the aim of representing varied
perspectives across the categories of funder, which incorporated both large national
funding bodies and smaller, regional bodies that often distributed funding on behalf
of these larger funding bodies, and providers of disability sport and physical activity.
Related organisations included those with alternative perspectives that did not fit

within these two defined categories.

While co-researchers were actively involved in inviting people to participate in the
project, the first and second interviews came from my own contact with two different
organisations. During the scoping exercise, these contacts expressed interest in our
next steps. | sent the project information, and the participants completed the consent
form. The third and fourth participants were recruited to the project by co-
researchers, who sent project invitations and arranged the date and time of the
interview. In the cases where co-researchers arranged interviews with participants, |
supported with the facilitation, for example, monitoring the completion of consent
forms and setting up Zoom links. For the fifth interview, a co-researcher attempted to
arrange the involvement of a participant within this specific organisation, but they

were unavailable, so | approached my own contact at the same organisation, which
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was successful. As a result of this interview, where the use of evaluation companies
was mentioned, the co-researcher suggested that it would be useful to hear from that
perspective. We discussed a potential contact, and this led to our final interview. The
sixth interview had been completed with the community collaborator, as their

perspective was deemed invaluable by co-researchers.

There were other organisations approached by the co-researchers who did not
proceed to complete the consent form. While in some cases co-researchers checked
back to see they had received the information, they had an awareness of the ethics

of coercion and did not push any further for their participation.

During this process, co-researchers identified a number of actors involved in the
evaluation of disability sport and physical activity and were keen to illustrate the
relationships between them. Figure 5.5 demonstrates the potential connections
between data subjects and other organisations mentioned in the course of
interviews. It should be noted that while a National Governing Body was consulted
within the initial scoping exercise for this project, there was no representation from
this level within the data collection. Additionally, while co-researchers were keen to
speak to a representative from the UK Government Department of Culture, Media
and Sport, describing it as ‘the missing link in the chain’, contact was made but did

not lead to confirmed arrangements within the timescale allocated for data collection.
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Figure 5.5: The potential relationships between participants in the Voices for Inclusive Activity research project
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5.5.3 Data collection strand 2: Participatory data collection

Interviews on Zoom were felt to be the most accessible way to engage in data
collection with participants on this side of the project. Two sets of questions (related
but slightly differently worded) were composed for 1) funders and the intermediary
organisations and 2) disability sport and physical activity providers who receive
funding. The co-researchers were also proactive in meeting at a separate time
outside of discussion groups to work on finalising their interview schedule (Appendix

7.11).

Co-researchers were involved in conducting all seven interviews. Six were
completed online using Zoom and one was completed face-to-face, with audio
recordings completed for all. After | had noted completed consent forms were
received in Qualtrics, | either contacted both co-researchers working on this strand of
the project, or the one who had sent the initial invite to the participant. Together, we

negotiated our availability with the participant to find a mutually suitable time.

Co-researchers involved in this strand of the project undertook two and three
interviews respectively, while the remaining two were conducted by co-researchers
who had been involved with Strand 1. In one of these cases, the co-researcher had
sent the invitation and project information as they were known to the participant, and
the other two co-researchers were happy for them to conduct the interview because
of this. The face-to-face interview with the collaborator happened opportunistically
while a co-researcher and | were on site for Strand 1 participant data collection. The
co-researcher was less familiar with the questions on this side of the project but was

keen to be involved and the interview proceeded well due to their existing
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relationship with the collaborator.

For the Zoom interviews, the co-researcher and | would meet online 10-15 minutes
before the start time to discuss and agree our plan, which involved taking turns to
ask questions and to prompt for further clarification. In most cases | introduced the
interview 