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Abstract
Background
Stroke sequelae can negatively affect a stroke survivor’s independence, social
participation, and identity. Although men acknowledge the health benefits of physical
activity, most remain inactive. This is true for both non-disabled men and men after
stroke. Current strategies to promote behaviour change towards physical activity in men
after stroke are clearly ineffective. This is of concern to health professionals.
Objective
The purpose of this thesis was to explore factors that influence community dwelling
male stroke survivors to access and participate in physical activity (primarily at fitness
centres) in the province of Canterbury, in New Zealand (NZ).
Methodology
The thesis is situated in a transformative worldview and is underpinned by disability
theory and social cognitive theory. A three strand mixed methods explanatory
sequential design, within a social ecological conceptual framework, was used.
Methods
Strand 1 systematically reviewed fitness centre accessibility quantitatively. Using a
participatory action research (PAR) approach, Strand 2 explored the user-friendliness of
fitness centres with seven male stroke survivors. The final strand of inquiry (Strand 3)
explored the attitudes of 13 support persons of male stroke survivors towards
encouraging access to and participation in physical activity, also using a PAR approach.
Qualitative data were analysed inductively for themes. Mixing of the methods occurred
through a synthesis of the themes. Inferences were developed from the data analysis of
each strand independently. These inferences were then synthesised into metainferences, thus mixing the methods.
Findings
Two meta-inferences arose from the inquiry. First, all levels of the social ecological
framework influenced access to and participation in physical activity by male stroke
survivors. Second, PAR could be an effective model for health professionals to use in
practice because it is a collaborative and inclusive way of empowering individuals to
create change across multiple levels of the social ecological framework.
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Discussion
Access and participation in physical activity at fitness centres by male stroke survivors
are influenced by personal factors (i.e., self-efficacy), built environment accessibility,
and societal attitudes of non-disabled individuals. Societal attitudes appear to have a
powerful influence on male stroke survivors’ participation in physical activity, social
engagement, and re-establishing identity. Although attitudes are difficult to change, it
seems possible that physiotherapists (and other health professionals) who use a
collaborative PAR approach together with stroke survivors and other stakeholders, may
be well placed to act as change agents across all levels of the social ecological
framework.
Conclusions
Genuine collaborative practice with male stroke survivors requires physiotherapists to
extend rehabilitative practice beyond that of retraining function, to the restoration of
social participation and identity. Physiotherapists should consider including the
primary support person as an equal member of the rehabilitation team and offer
support to enhance their confidence in their caregiving role. Collaboration at the
organisational, community and social policy levels of the social ecological framework
is challenging. It requires a collective and educative approach from health
professionals, organisational leaders, disability advocates, and most importantly, endusers to change non-disabled individuals attitudes.

iii

Acknowledgements
This journey has taken a while! I have been lucky enough to meet a number of
wonderful individuals who have supported me along the way. First, I am so grateful to
all of the participants (the male stroke survivors and the support persons) who have
worked with me over many many months during the PhD. I feel privileged to have
experienced your expertise and wisdom. You have all taught me so much and I have
changed my physiotherapy practice because of this – thank you.
To my supervisors Dr Hilda Mulligan and Dr Gisela Sole, I could not have asked for
better supervisors and I have basked in your combined wisdom! Thank you for
understanding that I enjoy an autonomous work ethic but at the same time providing
guidance and support. When the going got super tough, I appreciated your caring about
me as a person and supporting me through this challenging time. Thank you for your
patience with the “dreaded apostrophe” Hilda. I acknowledge I was particularly
“trying” in this area, but thank you for laughing about this with me. I also acknowledge
the wisdom of Emeritus Professor David Thomas, my external advisor who supported
me with the participatory action research methodology. Thank you for your feedback.
Dr Mandy Wilkinson, who I met half way along this journey, became the most fantastic
mentor. Thank you for your listening ears, your formatting help at the end, and your
wonderful advice throughout the “middle bit”. I embraced your analogy of the PhD as
being similar to “Post hole Digging”. Sometimes the ground was soft and yielding and
all was well. At other times, the earth was so hard it felt like I was digging my “post
hole” with a teaspoon. No matter the state of the ground, you always asked me how the
PhD was coming along and I appreciated that immensely.
I am blessed to have such wonderful work colleagues at the School of Physiotherapy.
Sandy Ferdinand, the Clinical Co-ordinator of the Christchurch Centre, has supported
me emotionally and practically throughout the last 6.5 years. Your continued interest in
how the PhD was going, your wise counsel, and excitement when I got the first full
draft completed was amazing. I acknowledge Chris Higgs and Dr Cathy Chapple for
allowing me time for my PhD during the week. Without this, I would still be going!
Dr Margot Skinner, Dr Ewan Kennedy, Dr Cath Smith, Jacqui Plater, Megan Bishop
and Alice Scranney have all taken a keen interest in my progress, which I have
iv

appreciated. Professor David Baxter and Professor Leigh Hale (Deans of the School of
Physiotherapy), thank you for partially supporting my PhD financially and for allowing
me to have time during the academic year to work on it. Thanks to the Burwood
Academy for Independent Living (BAIL), Physiotherapy New Zealand (PNZ)
Scholarship Trust, and the Canterbury Branch (including Jean Irwin) Charitable Trust
for funding contributions towards undertaking the research.
I also acknowledge the wonderful support from my physiotherapy colleagues: Gemma
Tukaki, Amelia Buick, Leeanne Yeoman, Kylie Newburn, Rose Plowman, Katherine
Dill-Russell, Bryan Siew, Sophie Ryan, Alice Wright, Jack Haughton, Amie Ansley,
Trish Goulter, Maree Hextall, Linda O’Neill, and Catherine Digby. Thank you all for
your support and laughs along the way. Who knew that we could have an in-depth
conversation about “font”? Dr Rachelle Martin who has kept me “on the straight and
narrow” during this journey. Your carpark pep talks were always welcome and thank
you for taking the time to check in with me regularly. The “chats” I have had with
colleagues Dr Nikki Saywell, Dr Nada Signal and Dr Sue Lord have also been
wonderful. Thank you all for your encouragement. Physiotherapists Alister George
and Lisa McKinnon, thank you for your healing hands in the later stages of the thesis
after long hours at the computer. A special mention to my physiotherapy colleague
Mark Adams. When I was struggling with motivation, your analogy of “lion taming”
was just perfect. At times, I felt that the “lion” could have taken my arm off however, I
only suffered a few “scratches” along the way, and the lion is now tamed!
I have been so fortunate to have such wonderful friends and “dance moms”. Thank you
Kim Robertson, Marjie McLarin, Debbie Barwick, Vicki Smith, Janine Branje for
asking how the PhD was going and for so much laughter. Special thanks to Cindy
Braithwaite for taking my daughter to her dance lessons or dancing exams when I was
at a conference or “snowed under”. To Shelly Yorke, thank you for your amazing
sewing skills when I left the sewing of the dancing costumes to the last minute and then
ran out of time!
I must also acknowledge a few other wonderful individuals who have supported me
along this journey. Raylene McEwan, thank you for your architectural knowledge and
helping me understand New Zealand Building Legislation! My office neighbours,
v

Carole Acheson (HEDC), thank you for your listening ears, guidance, and support with
conference presentations and “what goes where” in the introduction and literature
review of the thesis. Sharron Burford, Dietetic Tutor, I have appreciated your
motivational support in giving me the “carrot” of a little celebration at the end.
Finally, and certainly by no means least, my husband Jason has put up with me in “all
kinds of weather” and I thank you for keeping the family ticking along on the many
nights and weekends I have spent getting this done. You deserve a medal! My children
Niamh and Lachlan, you have been so very patient with me for such a long time. You
are the best and I thank you for making me laugh every day. We can finally put the,
“Mum, after the PhD can we…” question to bed now!

vi

Table of Contents
Abstract.............................................................................................................................ii
Acknowledgements .........................................................................................................iv
Table of Contents ...........................................................................................................vii
List of Tables ..................................................................................................................xii
List of Figures............................................................................................................... xiii
List of Appendices .........................................................................................................xiv
List of Abbreviations ...................................................................................................... xv
Prologue ............................................................................................................................ 1
Chapter 1 Introduction ...................................................................................................... 4
1.1

Chapter Overview .............................................................................................. 4

1.2

Epidemiology of Stroke ..................................................................................... 4

1.3

Risk Factors for Stroke ...................................................................................... 5

1.4

Physical Activity and Stroke.............................................................................. 7

1.5

Sequelae of Stroke ............................................................................................. 7

1.6

Health Beliefs and Behaviours in Men .............................................................. 9

1.6.1

Masculinity and health behaviours ............................................................. 9

1.7

Significance and Purpose of the Thesis ........................................................... 11

1.8

Thesis Organisation: Design, Objectives and Rationale .................................. 11

Chapter 2 Literature review ............................................................................................ 13
2.1

Chapter Overview ............................................................................................ 13

2.2

Barriers to Access and Participation in Physical Activity ............................... 13

2.3

Enablers to Access and Participation in Physical Activity .............................. 24

2.4

Limitations of the Evidence ............................................................................. 26

2.5

Summary and Conclusions .............................................................................. 27

Chapter 3 Methodology .................................................................................................. 28
3.1

Chapter Overview ............................................................................................ 28
vii

3.2

Worldview, Personality and Positionality ....................................................... 28

3.3

Disability Discourse ......................................................................................... 31

3.3.1

Disability language. .................................................................................. 35

3.4

Social Science Theory ..................................................................................... 36

3.5

Research Design .............................................................................................. 40

3.5.1

Strand 1. .................................................................................................... 43

3.5.2

Strand 2. .................................................................................................... 43

3.5.3

Strand 3. .................................................................................................... 45

3.6

Methodological Rigor ...................................................................................... 47

3.6.1

Strand 1: Quantitative systematic review. ................................................ 47

3.6.2

Strands 2 and 3: Qualitative participatory action research studies. .......... 48

Chapter 4 Strand 1: Systematic Review ......................................................................... 53
4.1

Chapter Overview ............................................................................................ 53

4.2

Introduction ...................................................................................................... 53

4.3

Methods ........................................................................................................... 56

4.3.1

Protocol and registration........................................................................... 56

4.3.2

Search strategy.......................................................................................... 56

4.3.3

Data collection procedures. ...................................................................... 57

4.3.4

Data extraction procedures. ...................................................................... 58

4.3.5

Methodological quality. ............................................................................ 58

4.3.6

Data analysis. ............................................................................................ 60

4.4

Results.............................................................................................................. 60

4.4.1

Methodological quality. ............................................................................ 61

4.4.2

Demographics of included studies............................................................ 65

4.4.3

Fitness centre evaluation instruments. ...................................................... 72

4.4.4

Country, legislation and fitness centre construction/renovation. ............. 73

4.4.5

Descriptive analysis of included studies................................................... 74
viii

4.5

Discussion ........................................................................................................ 81

4.6

Conclusion ....................................................................................................... 85

Chapter 5 Strand 2: Male Stroke Survivors Perspectives of the User-friendliness of
Fitness Centres................................................................................................................ 86
5.1

Chapter Overview ............................................................................................ 86

5.2

Introduction ...................................................................................................... 86

5.3

Methods ........................................................................................................... 88

5.3.1

Recruitment. ............................................................................................. 88

5.3.2

Participants. .............................................................................................. 89

5.3.3

Data collection procedures across PAR cycles. ....................................... 92

5.3.4

Data analysis. ............................................................................................ 95

5.3.5

Ethics and funding. ................................................................................... 96

5.4

Findings: Outcomes of PAR Cycles 1-6 .......................................................... 96

5.4.1

Intrapersonal factors. ................................................................................ 96

5.4.2

Built environment inclusivity. ................................................................ 100

5.4.3

Societal attitudes. .................................................................................... 106

5.5

Discussion ...................................................................................................... 108

5.6

Conclusion ..................................................................................................... 116

Chapter 6 Strand 2: Male Stroke Survivor Reflections on Participatory Action Research
...................................................................................................................................... 117
6.1

Chapter Overview .......................................................................................... 117

6.2

Introduction .................................................................................................... 117

6.3

Methods ......................................................................................................... 118

6.3.1
6.4

Data collection. ....................................................................................... 118

Findings ......................................................................................................... 121

6.4.1

Factors that influenced collaboration. .................................................... 121

6.4.1.1

Levels of active participation. ......................................................... 121

6.4.1.2

Leadership. ...................................................................................... 124
ix

6.4.2

Factors contributing towards empowerment, advocacy and change. ..... 124

6.4.2.1

Goal setting. .................................................................................... 124

6.4.2.2

Knowledge construction.................................................................. 125

6.4.2.3

Sense of self-worth. ......................................................................... 126

6.4.2.4

Strategies to facilitate change.......................................................... 127

6.5

Discussion ...................................................................................................... 127

6.6

Conclusion ..................................................................................................... 132

Chapter 7 Strand 3: Participatory Action Research with support persons of male stroke
survivors ....................................................................................................................... 133
7.1

Chapter Overview .......................................................................................... 133

7.2

Introduction .................................................................................................... 133

7.3

Methods ......................................................................................................... 137

7.3.1

Recruitment. ........................................................................................... 137

7.3.2

Participants. ............................................................................................ 139

7.3.3

Data collection procedures and data analysis. ........................................ 140

7.3.3.1

PAR Cycle 1. ................................................................................... 143

7.3.3.2

PAR Cycle 2. ................................................................................... 144

7.3.3.3

PAR Cycle 3. ................................................................................... 145

7.3.3.4

PAR Cycle 4. ................................................................................... 145

7.3.4
7.4

Ethics and funding. ................................................................................. 146

Findings ......................................................................................................... 146

7.4.1

Challenges to accessing health and support services for male stroke

survivors. .............................................................................................................. 146
7.4.2

Managing an unwanted and challenging “new life”............................... 150

7.4.3

Factors considered for successful participation in physical activity for

stroke survivors. ................................................................................................... 153
7.5

Discussion ...................................................................................................... 157

7.6

Conclusion ..................................................................................................... 163
x

Chapter 8 Discussion .................................................................................................... 164
8.1

Chapter overview ........................................................................................... 164

8.2

Introduction .................................................................................................... 164

8.3

Meta-Inference 1: All Levels of the Social Ecological Framework Influence

Access and Participation in Physical Activity .......................................................... 165
8.3.1

Social ecological framework: Intrapersonal level. ................................. 166

8.3.2

Social ecological framework: Interpersonal level. ................................. 168

8.3.3

Social ecological framework: Organisational level. ............................... 173

8.3.4

Social ecological framework: Community level. ................................... 175

8.3.5

Social ecological framework: Societal policies level. ............................ 177

8.3.6

Implications for health professionals, particularly physiotherapists. ..... 178

8.4

Meta-inference 2: Participatory Action Research (PAR) could be a Model for

Facilitating Change at each Level of the Social Ecological Framework .................. 179
8.5

Limitations ..................................................................................................... 183

Chapter 9 Conclusions .................................................................................................. 185
9.1

Recommendations for Future Research ......................................................... 187

References .................................................................................................................... 190

xi

List of Tables
Table 2.1 Demographics of included studies ................................................................ 14
Table 2.2 Intrinsic and extrinsic barriers to physical activity ....................................... 16
Table 2.3 Intrinsic and extrinsic enablers to physical activity ...................................... 18
Table 3.1 Categories of methodological rigour in qualitative studies ........................... 48
Table 4.1 Search strategy .............................................................................................. 57
Table 4.2 Methodological quality of the studies ........................................................... 62
Table 4.3 Demographics of the included studies........................................................... 66
Table 4.4 Percentage mean data and weighted percentage mean data .......................... 75
Table 4.5 Narrative summary of common accessibility barriers ................................... 78
Table 5.1 Male stroke survivor participant demographic information .......................... 89
Table 6.1 Demographic information of male stroke survivor participants ................. 119
Table 6.2 Individual interview guide........................................................................... 120
Table 6.3 Participant perceptions of participation in PAR .......................................... 123
Table 7.1 Physical activity and its relationship to stage of physical activity .............. 138
Table 7.2 Male stroke survivors and primary support persons' demographic data ..... 139
Table 7.3 Semi-structured interview guide with support person participants ............. 143
Table 7.4 Education about physical activity as perceived by support persons ........... 149

xii

List of Figures
Figure 1 International Classification of Functioning, Disability and Health (ICF) ...... 39
Figure 2 Thesis methodological approach ..................................................................... 42
Figure 3 PRISMA flow chart for study selection process ............................................. 61
Figure 4 Weighted percentage mean (%) data per accessibility domain ....................... 77
Figure 5 Overview of PAR Cyles 1-7 ........................................................................... 93
Figure 6 A continuum of accessible entranceways ..................................................... 102
Figure 7 The interplay of factors that influence participation in physical activity ..... 109
Figure 8 Overview of PAR Cycles 1-4........................................................................ 141
Figure 9 Outline of the educational resource content .................................................. 157
Figure 10 Multiple collaborations recommended........................................................ 180

xiii

List of Appendices
Appendix 1

Quality project………………………………………………….

Appendix 2

PROSPERO registration of systematic review………………… 227

Appendix 3

Stages of guided reflection……………………………………..

Appendix 4

Search strategy example from MEDLINE (OVID)……………. 234

Appendix 5

Data extraction form for systematic review……………………

235

Appendix 6

List of critical appraisal tools for observational studies………..

237

Appendix 7

Checklist for measuring methodological quality………………. 239

Appendix 8

Cohen’s Kappa calculation……………………………………..

Appendix 9

Example of weighted mean calculation………………………... 244

Appendix 10

Extrapolated data per accessibility domain…………………….

245

Appendix 11

Information booklet for male stroke survivors…………………

253

Appendix 12

Researcher reflexivity prior to Strand 2………………………..

254

Appendix 13

Detailed account of Stand 2 PAR Cycles 1-6………………….

255

Appendix 14

Example of how a coding template was built (Chapter 5)……..

285

Appendix 15

Newspaper dialogue……………………………………………

286

Appendix 16

Example of how a coding template was built (Chapter 6)……..

290

Appendix 17

Stroke survivor participant questionnaire……………………… 291

Appendix 18

Information sheet……………………………………………….

292

Appendix 19

Support person questionnaire…………………………………..

296

Appendix 20

Expanded demographic data…………………………………… 297

Appendix 21

Example of how a coding template was built (Chapter 7)……..

Appendix 22

Researcher reflexivity for Strand 3…………………………….. 301

Appendix 23

Draft booklet of developing themes……………………………

302

Appendix 24

Themes and sub-themes developing in Strand 3……………….

303

Appendix 25

Educational resource prototype………………………………...

308

Appendix 26

Meta-inferences derived from Strands 1-3……………………..

309

xiv

225

232

243

298

List of Abbreviations
ADA

Americans with Disabilities Act

ADAAG

ADA Accessibility Guidelines: Checklist for Buildings and Facilities

ADL

Activities of Daily Living

AIMFREE

Accessibility Instruments Measuring Fitness and Recreation
Environments

GP

General Practitioner

ICF

International Classification of Functioning, Disability, and Health
Framework

ICIDH

International Classification of Impairments, Disabilities, and
Handicaps

MRS

Modified Rankin Scale

MRS-SI

Modified Rankin Scale – Structured Interview

NZ

New Zealand

NZS:4121

New Zealand Standards: Design for Access and Mobility

PAR

Participatory Action Research

USA

United States of America

xv

Prologue
The motivation to begin my PhD emerged from a particular experience around 12 years
ago. At that time, I was a senior physiotherapist working in a rehabilitation setting for
people under 65 years with acquired brain injury (primarily stroke survivors) in
Canterbury, New Zealand (NZ). Services in Christchurch circa 2006 for individuals
with stroke began in the acute care setting. Once medically stable, patients then either
transferred to a rehabilitation environment for further therapy (where the average length
of stay could be from two weeks to approximately three months) or were discharged to
their own home or a residential care facility in the community. Most stroke survivors
discharging to their own home were at a functional level where they could safely
participate in activities of daily living (ADL’s) either independently or with some
support (for example from their spouse/family member). Services for patients with
stroke under 65 years discharging into the community (from acute care or the
rehabilitation environment) were, however, inequitable to services offered to the older
population. Stroke survivors’ ≥ 65 years could access the Community Stroke
Rehabilitation Service (CSRS) where health professionals would provide therapy in the
home environment within a few weeks of discharge. Stroke survivors <65 years were
not funded to access the CSRS although they were eligible to access an outpatient
service at the rehabilitation hospital. However, this usually entailed being on a lengthy
waiting list to receive the service.
As the senior physiotherapist responsible for services for stroke survivors <65 years of
age, it fell to me to find a way to reduce the waiting times without increasing an already
stretched budget. After researching the evidence, I implemented an eight-week group
circuit-training programme that addressed balance, walking, endurance, and strength. I
determined the effects of the circuit programme (on individual’s balance, walking
speed, endurance, lower limb strength, and quality of life) via standardised measures. I
also sought the patients’ views of the programme. Most importantly, from the service
organisation’s perspective, I evaluated the waiting times to access physiotherapy.
Based on a clinical audit I conducted, the programme was extremely successful in
improving all of the outcomes evaluated. Patients enjoyed the programme, in particular
acknowledging the social aspect of exercising together with other individuals who were
“in the same boat”. They often motivated each other through friendly competition. An
1

added benefit was for the patients’ partners, who would catch up every week over a cup
of coffee in the hospital cafeteria. The partners explained how they enjoyed these
weekly conversations because it allowed them to feel supported by others who were
also living with similar experiences. Because of the successful outcomes of this
programme, I was encouraged to submit an overview of the programme to the
Canterbury District Health Board’s quality award scheme for 2006. To my delight, it
won the Clinical/Diagnostic Hospital and Specialist Services Category. Following this
achievement, I submitted an overview of the programme and its outcomes to the 2007
New Zealand Health Innovation Award programme (see Appendix 1). Excitingly the
project was chosen as a finalist in the Rehabilitation category. This gave me an
enormous sense of accomplishment. Through design and implementation of an
innovative programme, patients were helped to improve their physical function and the
waiting times for rehabilitation services decreased. Happy patients, happy caregivers,
happy physiotherapist and happy service manager – or so I thought!
Basking in the glory of these achievements however did not last long and my reality
epitomised the saying “pride comes before a fall”. It came to my attention during a
corridor conversation with my physiotherapy manager that one of the male stroke
survivor participants who had attended the programme had not continued to engage in
physical activity in his community after the programme had ceased. His wife had
reported that he “just sat on the couch”. My service manager asked how I thought
patients could maintain the gains they had made while on the programme when out in
the community context. I flippantly said that I expected that they could and would
attend their local fitness centre. My manager pointed out that for this person and likely
for others also, there were barriers to participation in physical activity at a fitness centre
in a community setting. She went on to provide examples of such barriers; lack of
transport, the cost of fitness centre membership and not knowing how to be physically
active once at home and no longer provided with care and support by health services.
Hearing how difficult it had been for this particular patient to access their community
made me feel particularly embarrassed and guilty that I had overlooked my full duty of
care. I was so busy patting myself on the back that I had sorted the waiting times
problem that I had not given a second thought about what happened to the patients after
discharge from rehabilitation. It dawned on me that other patients would experience
similar problems when attempting to access physical activity. Yet, as a physiotherapist,
2

I did know it should be my responsibility to facilitate a smooth transition for patients
leaving rehabilitation to access and engage in sustained physically active behaviours
within their community environment.
To do justice to this notion, I wanted to understand what factors influenced stroke
survivors to access physical activity, particularly at fitness centres once they were “out
of care” and getting on with life in their communities. I was interested in male stroke
survivors primarily because the majority of the patients who participated in the group
circuit-training programme were men. Therefore, I decided to venture into my PhD
focusing my research inquiry towards male stroke survivors. Thus, this journey
began…
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Chapter 1
1.1

Introduction

Chapter Overview

This introductory chapter describes the context and background of the thesis. To begin,
I present an outline of the epidemiology of stroke both globally and within the New
Zealand (NZ) context. Next, the risk factors for stroke are explained, leading to the
importance of physical activity to mitigate risk. I also identify the importance of
physical activity to address the impact of the sequelae of stroke for stroke survivors. I
then provide and discuss my rationale for scoping the thesis topic of inquiry specifically
towards male stroke survivors. Finally, the chapter closes with the purpose of the
research, and a brief overview of the research questions and methodological approach
used within the thesis.
1.2

Epidemiology of Stroke

Stroke is a sudden, unexpected and devastating event, which often leads to permanent
disability and loss of independence for affected individuals (Mukherjee & Patil, 2011;
Norrving & Kissela, 2013). Stroke ranks in the top five leading causes of disability
worldwide (Batty & Lee, 2002; Lindsay, Furie, Davis, Donnan, & Norrving, 2014;
Mukherjee & Patil, 2011; O'Donnell et al., 2016). Recent global statistics have shown
a very slight downward trend of stroke incidence, primarily due to evidence based
advances in medical care that specifically targets risk factors (Feigin et al., 2015;
Lackland et al., 2014; Thrift et al., 2017). Stroke incidence increases with age,
particularly in the over 65-year age group (Reeves et al., 2008; Thrift et al., 2017).
Men have a higher incidence of stroke than women (Arnao, Acciarresi, Cittadini, &
Caso, 2016; O'Donnell et al., 2016) and often experience stroke onset at an earlier age
than women (Christensen, Bentsen, & Christensen, 2016; Reeves et al., 2008).
However, the overall prevalence of stroke is higher in women particularly in the older
age group (>85 years) because women tend to live longer (Arnao et al., 2016; Haast,
Gustafson, & Kiliaan, 2012; Reeves et al., 2008).
New Zealand has a higher incidence of stroke compared with the global burden of
disease statistics, ranking fourth after Sweden, Estonia and Italy (Feigin et al., 2015;
Ranta, 2018; Thrift et al., 2017). Stroke is the leading cause of disability in NZ, with
approximately 9,000 new cases of stroke diagnosed each year and around 60,000
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people living with stroke (Ministry of Health, 2017; Ranta, 2018; Stroke Foundation
NZ, 2018). Similar to international statistics, more NZ men experience stroke than
women (Thrift et al., 2017). The population in NZ is ethnically diverse, consisting of
European (74%), indigenous Māori (15%), Asian (12%), Pacific (7%) and Middle
Eastern/Latin American/African (1%) peoples (Ministry of Health, 2017; Stats NZ,
2015). Records demonstrate that indigenous Māori and Pacific Island people
experience their first stroke between 50-60 years of age, approximately 15 years
younger than European and Asian counterparts (Feigin et al., 2015; Ranta, 2018). In
addition, on the whole, Māori experience greater socioeconomic deprivation, worse
health outcomes and higher rates of disability than other ethnic groups (Ministry of
Health, 2017).
Although the ethnic population groups across regions in NZ are disparate, the
Canterbury region (where this thesis is situated) varies slightly compared to the overall
NZ ethnicity data. Canterbury has a 10% higher number of Europeans, but slightly less
Asian (9%), Māori (9%) and Pacific (3%) peoples (Stats NZ, 2018). The NZ
population is aging and statistics show that 20% of all New Zealanders ≥65 years live
in Canterbury (Ministry of Health, 2017). Stroke incidence in Canterbury ranks 7th out
of the 20 regions of NZ, following Northland, Whanganui, Waikato, Hawkes Bay,
Wairarapa and Lakes, and is predicted to increase by 41% by 2028 (Ranta, 2018). The
six regions ranked above Canterbury have a higher number of Māori when compared to
other ethnic groups, although Canterbury has a similar rate of acute stroke admissions
when comparing Māori and non-Māori individuals (Robson et al., 2015). Of the 31
Māori admitted with acute stoke onset in Christchurch in 2015, there were twice as
many men as women (Robson et al., 2015).
1.3

Risk Factors for Stroke

Research reports a large number of risk factors associated with the incidence of stroke
globally. Non-modifiable risk factors consist of increasing age, male sex, non-white
ethnicity, and sex hormonal changes (i.e., menopause in women and low levels of
testosterone in men) (Goldstein et al., 2006). Modifiable risk factors (those that can be
altered through lifestyle) include hypertension, diabetes mellitus, hyperlipidaemia,
atrial fibrillation, cigarette smoking, obesity, metabolic syndromes, heart disease (e.g.,
myocardial infarction), poor diet, increased alcohol consumption, psychosocial factors,
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and low levels of physical activity (Goldstein et al., 2006; Norrving & Kissela, 2013;
O'Donnell et al., 2016). Evidence from the INTERSTROKE study (which explored the
effects of potentially modifiable risk factors associated with acute stroke onset in 32
countries) has illustrated that these ten modifiable risk factors attributed to a 90% risk
of stroke onset where the three most influential risk factors were hypertension, physical
inactivity and hyperlipidaemia (O'Donnell et al., 2016). However, NZ was not included
in the INTERSTROKE data. Risk factors for stroke onset in NZ differ slightly from
the INTERSTROKE study data. Feigin et al (2015) reported hypertension, heart
disease and diabetes mellitus as the most prevalent risk factors for stroke in New
Zealanders. These authors did not report levels of physical activity in their data for
stroke risk factors.
Recent research specifically about men, suggests that cultural variations are evident in
modifiable stroke risk factors. For example, in Denmark, Christensen and colleagues
(2016) reported cigarette smoking, increased alcohol consumption and heart disease
were particular risks for males. Aigner et al (2017) found that low levels of physical
activity were the most influential stroke risk factor for German males, followed by
hypertension and increased alcohol consumption. A 48-year longitudinal study from
Sweden regarding determinants of stroke in a general male population found that atrial
fibrillation was the biggest risk factor for acute stroke onset in men (Persson et al.,
2018). New Zealand has not yet reported sex differences data for modifiable risk
factors for stroke. Nevertheless, regardless of differences in risk factors in different
countries and different cultures, there is a plethora of evidence to suggest that regular
physical activity is associated with a reduction in all modifiable stroke risk factors
(Billinger et al., 2014; Hussain et al., 2018; Prior & Suskin, 2018). Indeed, many
studies have shown a strong inverse association between physical activity and risk of
both initial and recurrent stroke (Batty & Lee, 2002; Prior & Suskin, 2018; Saunders,
Greig, & Mead, 2014; Saunders et al., 2016). While vigorous physical activity may
increase the risk of stroke (particularly for individuals with atrial fibrillation) (Morseth,
Lochen, Ariansen, Myrstad, & Thelle, 2018), researchers over two decades ago
identified that moderate levels of physical activity reduced stroke by 50% in men (Lee
& Paffenbarger, 1998; Wannamethee & Shaper, 1992).
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1.4

Physical Activity and Stroke

This thesis follows the definition of physical activity by Caspersen, Powell and
Christenson (1985, p. 126) as “any bodily movement produced by skeletal muscles that
results in energy expenditure”. Physical activity can incorporate activities such as
sports, recreational or leisure pursuits, household tasks, and exercise (i.e., “physical
activity that is planned, structured and repetitive for the purpose of improving or
maintaining physical fitness”) (Caspersen et al., 1985, p. 127). The American Heart
Association/American Stroke Association provides recommendations for physical
activity following stroke. These guidelines state physical activity following stroke
should include: “(a) moderate intensity large muscle aerobic activities (e.g., walking),
3-5 days per week, 20-60 minutes per session at an intensity of 55-80% HRmax
(maximum heart rate) ; (b) muscular strengthening involving major muscle groups, 2-3
days per week, 1-3 sets of 10-15 repetitions, at an intensity of 50-80% of 1RM
(repetition maximum); (c) flexibility tasks such as static stretches held for 10-30
seconds, 2-3 days per week; and (d) neuromuscular activities (such as balance, coordination and recreational pursuits) undertaken 2-3 days per week” (Billinger et al.,
2014, p. 9). There is strong evidence to support the benefits of regular moderate
intensity physical activity to enhance neuroplasticity, physiological and psychological
well-being for stroke survivors (Billinger et al., 2014; George et al., 2012; Saunders et
al., 2014; Wendyl-Vos et al., 2004; Winstein et al., 2016). In addition, research
suggests physical activity minimises the risk of stroke survivors developing secondary
conditions (e.g., obesity, fatigue, falls or depression) (Baylor, Yorkston, Jensen, Truitt,
& Molton, 2014; Billinger et al., 2014; Lindsay et al., 2014; Prior & Suskin, 2018;
Simpson, Callisaya, English, Thrift, & Gall, 2017). However, despite these benefits,
stroke survivors demonstrate very low levels of physical activity to the point where
they do not meet the recommended guidelines for physical activity (Martin, 2013;
Morris & Williams, 2009; Prior & Suskin, 2018; Rimmer, Wang, & Smith, 2008;
Saunders et al., 2014; Saunders et al., 2016; Vahlberg, Bring, Hellstrom, & Zetterberg,
2018).
1.5

Sequelae of Stroke

Given that stroke often leaves individuals with permanent physiological and
psychological impairments (Saunders et al., 2014), it is not surprising that most stroke
survivors are physically inactive. Such impairments can cause considerable disruption
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to a stroke survivor’s identity (Ahuja et al., 2013; Kitzmuller, Haggstrom, & Asplund,
2013). Identity is a dynamic, constantly changing interaction between an embodied
individual and their interactions with others (Guise, McKinlay, & Widdicombe, 2010).
It is important to note that identity is socially and culturally constructed (Kvigne,
Kirkevold, Martinsen, & Bronken, 2014; McNeill & Firman, 2014). Pallensen (2014)
and Sarre et al (2014) explained that an individual’s sense of self is primarily expressed
through their perception of their physiological body. Physiological impairments
following stroke can be extensive; stroke survivors reported any or all of physical
impairments (such as weakness and spasticity), cognitive changes, altered
communication, pain, and fatigue (Saunders et al., 2014).
The impact of such physiological impairments on a stroke survivor’s life can be vast
and distressing. The altered physiological body is perceived as unreliable and fragile
(Kitzmuller et al., 2013; Pallensen, 2014) which is unable to engage in many (or all)
pre-stroke activities (Clark & Black, 2005; Kitzmuller et al., 2013; Sarre et al., 2014)
leaving the stroke survivor feeling vulnerable (Green & King, 2009; Kitzmuller et al.,
2013; Pallensen, 2014). Furthermore, stroke survivors report losing their
independence, pre-stroke roles and responsibilities, and social position (Ahuja et al.,
2013; Kitzmuller et al., 2013; Kvigne et al., 2014; Murray & Harrison, 2004; Pallensen,
2014; Sarre et al., 2014). Relationships change particularly within the family unit, but
also with friends (Murray & Harrison, 2004; Pallensen, 2014; Sarre et al., 2014).
Finally, yet importantly, studies have demonstrated that stroke survivors worry about
the financial, emotional and physical burden they placed upon their family members
and friends (Ahuja et al., 2013; Kitzmuller et al., 2013; Kvigne et al., 2014; Sarre et al.,
2014).
The sequelae of stroke evidently then leaves the stroke survivor with an overwhelming
loss of control and autonomy (Green & King, 2009; Kvigne et al., 2014; Lou,
Carstensen, Jorgensen, & Nielsen, 2017; Sarre et al., 2014) which strongly influences
their psychological self. Stroke survivors described emotional outbursts of
uncontrolled crying, anger and frustration (Ahuja et al., 2013; Clark & Black, 2005;
Guise et al., 2010; Kitzmuller et al., 2013; Murray & Harrison, 2004; Pallensen, 2014;
Sarre et al., 2014) which were embarrassing and upsetting (Saunders et al., 2014). In
addition, they expressed feelings of despair, grief and rejection, which may cause
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negative thoughts, low self-esteem and low mood (Ahuja et al., 2013; Guise et al.,
2010; Kitzmuller et al., 2013; Lou et al., 2017; Pallensen, 2014; Sarre et al., 2014).
The collective impact of a stroke survivor’s pre-existing conditions, their physiological
and psychological impairments after stroke, and subsequent secondary conditions can
greatly affect participation in physical activity (Billinger et al., 2014; Winstein et al.,
2016). Stroke survivors become much more sedentary, which decreases their
cardiovascular fitness and exercise tolerance, leading to further inactivity and declining
health, with increasing disability (Billinger et al., 2014; Winstein et al., 2016). Social
participation becomes challenging, which may negatively affect mental well-being and
identity (Winstein et al., 2016). The negative effects of altered identity following
stroke can lead individuals to engage less in their communities and become socially
isolated (Kitzmuller et al., 2013; Murray & Harrison, 2004; Pallensen, 2014).
1.6

Health Beliefs and Behaviours in Men

Health beliefs and behaviours can also influence a stroke survivor’s participation in
physical activity. Evidence has illustrated that men are less likely to engage in
activities that promote healthy lifestyles (such as physical activity) when compared to
women (Courtenay, 2000a, 2000b; Robertson, 2006). Men place less importance on
their health than women (Courtenay, 2000a, 2000b; Robertson, 2006; Smith, 2013).
They associate seeking help and caring about their health with feminine behaviours of
weakness and vulnerability (Courtenay, 2000a, 2000b; Garfield, Isacco, & Rogers,
2009; Smith, 2013). However, evidence concerning the association between health
behaviour and being male or female is scarce in non-disabled populations and is almost
non-existent in stroke research. Interestingly, research concerning women’s health and
well-being has attracted more attention than research into men’s health to date
(Courtenay, 2000a, 2000b). Experts in men’s health explain that gender differences in
health behaviour may emerge from men’s masculinity ideations (Evans, Frank, Oliffe,
& Gregory, 2011; Garfield et al., 2009).
1.6.1

Masculinity and health behaviours.

Gender is a strong predictor as to whether individuals engage in healthy behaviours
(Courtenay, 2011). For example, research has shown that men, particularly those who
identify with the traditional Western masculine ideation, are less likely to engage in
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activities that promote health and well-being (Courtenay, 2000a, 2000b; Mahalik,
Burns, & Syzdek, 2007; Robertson, 2006). In Western gender discourse, hegemonic
masculinity is dominant (Connell, 2018; Wilson, Shuttleworth, Stancliffe, & Parmenter,
2012). The idealised Western cultural perspective of masculinity is a white,
heterosexual, highly educated man who is powerful, fearless, dominant, robust,
emotionally and physically in control, stoic and independent and with a strong muscular
physique (Courtenay, 2000a, 2000b, 2003; Evans et al., 2011; Green & King, 2009;
MacQueen, Fisher, & Williams, 2018; Miller & Halberstadt, 2005; Murray & Harrison,
2004). Courtenay (2000a) explains that men who adopt such a hegemonic masculine
identity are more likely to reject health promoting behaviours.
It is important to note that not all men epitomise true hegemonic masculinity. Indeed,
some men may embrace the idea of masculinity but are complicit in practice (Connell,
2018). Therefore, masculinity is an elusive construct to define because men construct
masculinity differently depending on their personal factors (i.e., physiological and
psychological constructs), interpersonal relationships, cultural identity, and societal
influences (Courtenay, 2000a, 2000b, 2011; Creighton & Oliffe, 2010; Evans et al.,
2011). How men choose to construct their masculinity will affect their health beliefs
and behaviours (Courtenay, 2011).
Disability can threaten masculinity identity (Courtenay, 2011; Shuttleworth,
Wedgwood, & Wilson, 2012). Some men with acquired disability perceive that their
impairments undermine their dominance and power, which can lead to marginalisation
in terms of their masculine identity and within society (Courtenay, 2000a; Shuttleworth
et al., 2012). A small number of studies with stroke survivors support this notion. For
example, Murray and Harrison (2004) explored the meaning and experiences of being a
stroke survivor where the male participants believed their disabilities negatively
affected their gender identity (particularly regarding role reversal within their partners
in the family unit). Similarly, Green and King’s (2009) male stroke survivor
participants measured their recovery against their personal pre-stroke constructions of
masculinity. In this way, some disabled men seek to prove their masculinity as a way
to regain power and social acceptance often to the detriment of their health (Courtenay,
2011; Creighton & Oliffe, 2010; Morris & Blume-Oeur, 2018).
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1.7

Significance and Purpose of the Thesis

It is interesting to ponder the contradiction between masculinity and men’s lack of
engagement in physical activity. On one hand, men strive to appear physically strong,
muscular, robust and independent. Therefore, one might assume that engaging in
physically active behaviours would likely enhance their perceived masculine identity.
Research indicates that men understand the physiological and psychological benefits of
participating in physical activity for preventing chronic disease, reducing obesity and
maintaining general health and well-being (Carnahan et al., 2018; Smith, 2013). Indeed,
McNeill and Firman (2014) found that non-disabled men between the ages of 33 and 45
focus on being healthy to support their partner and children rather than on their physical
muscular image. Yet many men with and without disability remain physically inactive
(Smith, 2013). Robertson (2006, p. 178) termed this dichotomy between masculinity
and health as a “don’t care but should care” attitude.
Bridging this dichotomy between men’s sense of self and their understanding that
health is important for well-being, yet continuing to remain physically inactive is a
challenge for health professionals, perhaps especially for physiotherapists whose role
and scope of practice specifically includes promotion of physical activity for health
(World Confederation for Physical Therapy, 2017). If men are to feel supported and
empowered to participate in regular physical activity for healthy well-being, it is crucial
for health professionals to develop effective behaviour change strategies. Clearly, there
seem to be multiple factors that could influence male stroke survivors to engage in
physically active behaviours, however, there is very little published research in this
field that specifically focuses on men with stroke. Certainly, to the best of my
knowledge there is no such evidence pertaining to the NZ-specific context. Therefore,
the purpose of this thesis was to explore factors that influence male stroke survivors to
access and participate in physical activity, using Canterbury, NZ as the geographic area
of focus.
1.8

Thesis Organisation: Design, Objectives and Rationale

The thesis used an explanatory sequential mixed methods approach and a social
ecological conceptual framework to explore the topic of inquiry from multiple angles
and levels of influence (Chapter 3). The first strand (Strand 1) of the inquiry
systematically reviewed quantitative research that investigated the accessibility of
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fitness centres (Chapter 4). The review chose to investigate access to fitness centres
because, as identified in the Prologue, fitness centres are available in community
settings. However, because the voice “of the people” (that is, stroke survivors
themselves) was virtually missing in the quantitative research literature, the second
strand (Strand 2) used a participatory action research (PAR) approach to qualitatively
explore what elements contribute towards and limit user-friendliness of fitness centres
from the perspectives of male stroke survivors (Chapters 5 and 6). Analysis of data of
this second strand identified that the men in the PAR study did not highlight family
member support as a factor that influenced their participation in physical activity. This
was particularly interesting considering evidence indicated that family member support
is an important enabler alongside self-efficacy and an accessible built environment for
stroke survivors’ engagement in physical activity. Therefore, the final strand (Strand 3)
of inquiry in this thesis also used a participatory approach. This strand qualitatively
explored the attitudes of support persons (e.g., spouse or partner) towards encouraging
male stroke survivors to access physical activity (Chapter 7). Inferences from analysis
of the data are discussed within each strand, and then meta-inferences have been
developed, explored, synthesised and discussed across all strands in a stand-alone
chapter (Chapter 8), the intent being to provide strategies and recommendations for
physiotherapists and other health professionals to support male stroke survivors to
engage in physically active behaviours.
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Chapter 2
2.1

Literature review

Chapter Overview

This chapter reviews the small but growing body of literature that pertains specifically
to the multiple factors that influence access to and participation in physical activity for
stroke survivors living in the community. Evidence suggests these factors are either
intrinsic (factors that are personal to the individual), or extrinsic (those that are imposed
by the environment or society) (Bullock & Mahon, 2001). Intrinsic and extrinsic
factors can act as barriers or enablers for stroke survivors’ participation in physical
activity.
2.2

Barriers to Access and Participation in Physical Activity

The earliest literature that explored intrinsic and extrinsic barriers to participation in
physical activity appeared in 2000. The population groups recruited were individuals
with disabilities rather than stroke survivors exclusively. For example, Rimmer, Rubin
and Braddock (2000) quantitatively surveyed African American women with physical
disabilities to determine their barriers to exercise, using the Barriers to Physical
Exercise and Disability (B-PED) instrument. These women ranked the top three major
barriers to engaging in physical activity as the cost of fitness centre membership, lack
of energy, and a lack of transportation. Interestingly, two out of the three leading
barriers fall into the extrinsic category, which could be modifiable by society. Four
years on from their founding study, Rimmer, Riley, Wang, Rauworth and Jurkowski
(2004) published the first qualitative focus group exploration of barriers and facilitators
to physical activity participation among people with disabilities. The findings from
Rimmer et al’s (2004) qualitative study supported the earlier quantitative results.
Extrinsic barriers commonly reported included poor accessibility of the built and
natural environments, costs of participating in physical activity, other people’s negative
stereotypical attitudes towards people with disabilities, a lack of transportation, and a
lack of information on how and where to exercise. Rimmer et al’s (2004) participants
also described intrinsic emotional and psychological barriers (e.g., feeling selfconscious, fearing the unknown, and perceptions of an environment and society that is
unfriendly). Together these two pioneering studies enriched our understanding about
barriers people with disabilities face when attempting to engage and participate in
physical activity.
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Research has since demonstrated that stroke survivors share similar intrinsic and
extrinsic barriers to participation in physical activity when compared with studies that
explored this phenomenon in broader disability populations. Published evidence
relating specifically to stroke survivors’ barriers to participation in physical activity
first emerged in 2006. To date, qualitative studies make up just over half of the
research studies with this population group. Around one third of the studies are
quantitative, there are three review studies, and one mixed methods study. The
majority of publications were undertaken in the Northern Hemisphere (USA, Canada,
United Kingdom (UK) and the Netherlands) with the exception of one quantitative
study from Australia. All of the studies included both male and female participants,
however, it is interesting to note that approximately 65% of the studies recruited more
male stroke survivor participants (range 54-73%, median 58%) than female. However,
none of these studies extrapolated gender in the data analysis (see Table 2.1).
Furthermore, it appeared that the authors of these studies (particularly within the
quantitative research aspects) may have considered disability primarily as intrinsic
stroke related physical impairments rather than conceptualising disability as being
imposed by extrinsic environmental or societal factors. Tables 2.2 and 2.3 provide a
thematic synthesis of evidence to illustrate intrinsic and extrinsic barriers and enablers
(respectively) to physical activity for stroke survivors.
Table 2.1 Demographics of included studies that explored access and
participation in physical activity with stroke survivors

Female

Age range in years
(M)

Time since stroke

Damush et al
(2007)

USA

Focus groups

13

8

5

59
(M)

< 1 yr

Ezeugwu et al
(2017)

Canada

Interviews

13

7

6

53.4
(M)

3-12 yrs

USA

PAR

20

9

11

?

?

?

Canada

PAR

14

8

6

66
(M)

3.8 yrs
(M)

?

Scotland

Interviews

38

19

19

?

>6
months

?

Author (date)

Hammel et al
(2006)
Hebblethwaite
& Curley
(2015)
Morris et al
(2014)

Country

Study design

Number of
participants

Male

Qualitative studies

Type of Study

Demographics of studies
Gender

14

Disability level

Slightmoderate
disability
Ambulatory
Half physically
active

MMR

Review studies

Zalewski &
Dvorak (2011)

UK

Interviews

13

5

8

36

20

16

17

10

7

Interviews
Focus groups
Interviews
Focus groups

Time since stroke

Netherlands

Female

UK

Study design

Male

Nicholson et
al (2014)
Outermans et
al (2016)
Poltawski et al
(2015)
Simpson et al
(2011)
Banks et al
(2012)
Jackson et al
(2018)
Nicholson et
al (2017)
Rimmer et al
(2008)

Country

Number of
participants

Author (date)

Age range in years
(M)

Quantitative studies

Type of Study

Demographics of studies
Gender

76
(M)
71
(M)

345
days

Ambulatory

?

Ambulatory

?

?

?

70
(M)
63.4
(M)
75
(M)
72.4
(M)
54
(M)

8 yrs
(M)
22.1 yrs
(M)

?

?

Disability level

Canada

Focus groups

11

8

3

Australia

Questionnaire

23

15

8

UK

Survey

76

42

34

Scotland

Questionnaire

50

21

29

83

25

58

20

?

?

?

?

Ambulatory

3
months8.5 yrs

22/26 studies
with
ambulatory
participants

USA

USA

B-PADS
survey
Barriers
survey
6MWT
10MWT
Steps/day

?
12.5
days

Ambulatory
?
?
Ambulatory

n/a

Systematic
review with
meta-analysis
(1980-2012)

110
5

?

?

53-73
yrs
(M)

Morris et al
(2012

n/a

Integrative
review (19992009)

?

?

?

?

10 days5 yrs
(M)

?

Nicholson et
al (2013)

n/a

Systematic
review (20062009)

174

74

10
0

54-71
yrs

?

?

USA

Convergent
parallel
design:
Questionnaire
(quantitative),
Focus group
and individual
interviews
(qualitative)

12

46-89
yrs

Field et al
(2013)

Plow et al
(2017)

25

13

1-33 yrs

Ambulatory (n
= 23)
Wheelchair
users (n = 2)

Notes. ? = unknown; 6MWT = 6 minute walk test; 10MWT = 10 metre walk test; B-PADS = Barriers to
Physical Activity and Disability Survey; n/a = not applicable; M = mean; MMR = Mixed Methods
Research; PAR = participatory action research; UK = United Kingdom; USA = United States of
America; yr/s = year/s; ? = unknown
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Table 2.2 Intrinsic and extrinsic barriers to physical activity for stroke survivors: Themes and associated literature
Barriers
Intrinsic
personal
barriers

Themes
Physiological factors
 Fatigue/lack of energy




Pain
Cognition
Stroke related physical impairments

Psychological factors
 Fear (exercise consequences, falling,
injury, recurrent stroke)
 Mood
 Motivation
 Self-conscious
 Too lazy
 Exercise is too difficult
 Lost confidence
 Threatened identity
 Lack of self-efficacy
 Feeling unsafe
 Embarrassment
 Low control/autonomy
 Frustration
Knowledge and beliefs about physical activity
 Health concerns
 Won’t improve condition or make
condition worse/outcomes of physical
activity
 Don’t know where to exercise
 Don’t know how to ex/enhance recovery

Literature
Morris et al (2014)
Banks et al (2012); Damush et al (2007); Ezeugwu et al (2017); Hammel et al (2006); Nicholson et al
(2014); Outermans et al (2016); Plow et al (2017); Rimmer et al (2008)
 Banks et al (2012); Hammel et al (2006); Nicholson et al (2014); Outermans et al (2016); Plow et al
(2017)
 Ezeugwu et al (2017); Hammel et al (2006)
 Damush et al (2007); Ezeugwu et al (2017); Hammel et al (2006); Morris et al (2012); Nicholson et al
(2013); Outermans et al (2016)
Hammel et al (2006)
 Damush et al (2007); Nicholson et al (2013); Nicholson et al (2014); Outermans et al (2016); Simpson
et al (2011); Zalewski & Dvorak (2011)
 Damush et al (2007); Ezeugwu et al (2017); Field et al (2013); Outermans et al (2016)
 Damush et al (2007); Ezeugwu et al (2017); Morris et al (2012); Nicholson et al (2013); Rimmer et al
(2008); Zalewski & Dvorak (2011)
 Nicholson et al (2014); Plow et al (2017); Rimmer et al (2008)
 Rimmer et al (2008)
 Morris et al (2014); Rimmer et al (2008), Zalewski & Dvorak (2011)
 Outermans et al (2016)
 Morris et al (2012); Plow et al (2017)
 Nicholson et al (2014); Outermans et al (2016); Simpson et al (2011); Zalewski & Dvorak (2011)
 Morris et al (2012)
 Nicholson et al (2013)
 Morris et al (2014); Nicholson et al (2014); Outermans et al (2016)
 Nicholson et al (2014)
Ezeugwu et al (2017); Morris et al (2012), Morris et al (2014), Nicholson et al (2014), Outermans et al
(2016)
 Nicholson et al (2013); Rimmer et al (2008)
 Ezeugwu et al (2017); Morris et al (2012); Outermans et al (2016); Rimmer et al (2008)



Rimmer et al (2008)
Nicholson et al (2013); Nicholson et al (2014); Rimmer et al (2008); Zalewski & Dvorak (2011)
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Barriers

Environmental
extrinsic
barriers

Social
extrinsic
barriers

Themes
Financial factors due to lack of income post
stroke
Transport
Lack of information
 Exercise programme availability
 Accessible fitness centres
Built environment accessibility and safety
Natural environment accessibility and safety
Organisational systems
 Policy
 Cost of physical activity programmes
 Lack of physical activity programmes
 Advertising/marketing
Lack of supports
 Family members and friends
 Health professionals (feeling abandoned)
Attitudes of others (exclusion/negative
stereotype)
 Family member beliefs
 Safety hypervigilance (Family members
and health professionals)
 Health professionals concentration on
impairments and functional activities rather
than participation in valued activities
 Health professionals negative attitudes
 Health professionals rejecting patient’s
goals and/or prioritising own goals
Non-disabled people’s knowledge about stroke
 Knowledge about stroke
 Exercise professionals ability to modify
programmes

Literature
 Hammel et al (2006); Nicholson et al (2013); Zalewski & Dvorak (2011)


Damush et al (2007); Hammel et al (2006); Nicholson et al (2013); Nicholson et al (2014); Rimmer et
al (2008)
Hammel et al (2006), Plow et al (2017)
 Nicholson et al (2013)
 Rimmer et al (2008)
 Hammel et al (2006); Nicholson et al (2013); Outermans et al (2016)
 Ezeugwu et al (2017); Nicholson et al (2013); Outermans et al (2016)
 Hammel et al (2006)
 Hammel et al (2006); Rimmer et al (2008)
 Damush et al (2007); Hammel et al (2006)
 Poltawski et al (2015)
Ezeugwu et al (2017); Hammel et al (2006)
 Ezeugwu et al (2017)
 Ezeugwu et al (2017); Nicholson et al (2014)
Hammel et al (2006); Morris et al (2012)



Hammel et al (2006); Nicholson et al (2014); Plow et al (2017);Zalewski & Dvorak (2011)
Hammel et al (2006); Morris et al (2014); Outermans et al (2016); Poltawski et al (2015)



Morris et al (2012); Morris et al (2014)




Morris et al (2012); Poltawski et al (2015)
Morris et al (2014); Ezeugwu et al (2017)




Morris et al (2012)
Morris et al (2012)
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Table 2.3 Intrinsic and extrinsic enablers to physical activity for stroke survivors: Themes and associated literature
Enablers

Personal
intrinsic
enablers

Environmental
extrinsic
enablers

Themes
Physiological
 Improvements in strength
 Improvements in function

Literature

 Improvements in fitness
 Weight loss
Psychological
 Mood
 Motivation
 Perceiving exercise as “a job”
 Asking for support
 Problem solving to do things differently
 Ability to adapt to circumstances
 Self-efficacy
 Sense of self-worth and self-esteem
 Persistence, determination
 Sense of identity
 Optimism/positive attitude
 Desire for normality
 Enjoyment
 Confidence
Knowledge and beliefs regarding physical activity
 Needs met by fitness professionals
 Exercise improves health/recovery
 Outcomes of being physically active
 Prevent recurrent stroke
 Capability
Meaningful activities and life roles
Suitable transportation
Information
Organisational systems
 Advertising







Banks et al (2012); Poltawski et al (2015)
Banks et al (2012); Damush et al (2007); Morris et al (2014); Outermans et al (2016); Poltawski et al (2015);
Simpson et al (2011)
Poltawski et al (2015)
Poltawski et al (2015)

 Banks et al (2012); Poltawski et al (2015)
 Damush et al (2007)
 Damush et al (2007); Nicholson et al (2014)
 Hammel et al (2006)
 Hammel et al (2006)
 Hebblethwaite & Curley (2015)
 Ezeugwu et al (2017); Morris et al (2012); Morris et al (2014); Plow et al (2017); Simpson et al (2011)
 Hebblethwaite & Curley (2015); Plow et al (2017); Poltawski et al (2015)
 Hebblethwaite & Curley (2015); Plow et al (2017)
 Morris et al (2014)
 Hebblethwaite & Curley (2015)
 Ezeugwu et al (2017); Morris et al (2014); Nicholson et al (2013)
 Poltawski et al (2015)
 Plow et al (2017); Poltawski et al (2015)
Nicholson et al (2014); Morris et al (2012)
 Morris et al (2012)
 Banks et al (2012); Morris et al (2014); Nicholson et al (2014); Poltawski et al (2015)
 Morris et al (2012)
 Morris et al (2014)
 Nicholson et al (2014)
 Hebblethwaite & Curley (2015); Morris et al (2014); Nicholson et al (2014); Outermans et al (2016)
 Poltawski et al (2015)
 Simpson et al (2011)


Poltawski et al (2015)

18

Enablers

Social
extrinsic
enablers

Themes
Supports (peers, family members and friends, health
professionals)
 External motivation
 Family members and friends
 Health professionals/Exercise professionals
 Other stroke survivors
 Meeting other people/social interaction
Attitudes of non-disabled people
 Welcoming
 Flexibility of exercise professionals to work with
stroke survivors
 Health professionals/exercise professionals
provide safety and comfort
Non-disabled peoples knowledge
 Knowledge about stroke
 Exercise professionals ability to modify exercise
programmes

Literature
Damush et al (2007); Hebblethwaite & Curley (2015); Morris et al (2014); Nicholson et al (2014); Outermans et al
(2016)
 Damush et al (2007); Nicholson et al (2014); Simpson et al (2011)
 Morris et al (2012); Nicholson et al (2014); Poltawski et al (2015)
 Hebblethwaite & Curley (2015); Morris et al (2012); Nicholson et al (2013); Nicholson et al (2014); Outermans et
al (2016); Poltawski et al (2015); Simpson et al (2011)
 Hebblethwaite & Curley (2015); Morris et al (2012); Poltawski et al (2015)
 Nicholson et al (2013); Nicholson et al (2014)
Hammel et al (2006)
 Damush et al (2007); Hammel et al (2006)
 Hammel et al (2006); Morris et al (2012)


Morris et al (2012); Simpson et al (2011)




Poltawski et al (2015); Simpson et al (2011)
Poltawski et al (2015)
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For stroke survivors, intrinsic barriers included physiological, psychological (i.e.,
attitudes, feelings and behaviours) and cognitive factors (i.e., knowledge). The most
commonly reported physiological barriers stroke survivors described were fatigue or
lack of energy and the physical impairments resulting from their condition (Banks,
Bernhardt, Churilow, & Cumming, 2012; Damush, Plue, Bakas, Schmid, & Williams,
2007; Ezeugwu, Garga, & Manns, 2017; Hammel, Jones, Gossett, & Morgan, 2006;
Morris, Oliver, Kroll, & MacGillivray, 2012; Nicholson et al., 2014; Nicholson et al.,
2017; Nicholson et al., 2013; Outermans, Pool, van de Port, Bakers, & Wittink, 2016;
Plow, Moore, Sajatovic, & Katzan, 2017; Rimmer et al., 2008; Tornbom, Sunnerhagen,
& Danielsson, 2017). Stroke survivors also reported pain and impaired cognition as
barriers to participation in physical activity (Banks et al., 2012; Ezeugwu et al., 2017;
Hammel et al., 2006; Nicholson et al., 2014; Outermans et al., 2016; Plow et al., 2017).
In addition to physiological factors, people with disability and stroke survivors
expressed many psychological influences that hindered their ability to engage in
physically active behaviours (Hammel et al., 2006). Fear appears to be the most
prevalent psychological factor described in the literature. Stroke survivors reported that
they are fearful of falling or sustaining injuries whilst exercising. They are also deeply
concerned that physical activity may cause another stroke (Damush et al., 2007;
Jackson, Mercer, & Singer, 2018; Nicholson et al., 2014; Nicholson et al., 2013;
Outermans et al., 2016; Simpson, Eng, & Tawashy, 2011; Zalewski & Dvorak, 2011).
Also commonly reported in the literature is a lack of intrinsic motivation (Damush et
al., 2007; Ezeugwu et al., 2017; Morris et al., 2012; Nicholson et al., 2013; Rimmer et
al., 2008; Tornbom et al., 2017; Zalewski & Dvorak, 2011). Low mood appears to
influence motivation, along with decreased confidence and feeling self-conscious or
embarrassed (Damush et al., 2007; Ezeugwu et al., 2017; Field, Gebruers, Sundaram,
Nicholson, & Mead, 2013; Nicholson et al., 2014; Nicholson et al., 2013; Outermans et
al., 2016; Rimmer et al., 2008; Tornbom et al., 2017).
For male stroke survivors, low self-esteem can also arise from negative perceptions of
body image post stroke (Keppel & Crowe, 2000). Indeed, Australian authors Keppel
and Crowe (2000) investigated young stroke survivors’ (< 60 years) perceptions of
body image and self-esteem. They found a positive linear correlation between selfesteem and body image. Interestingly, through multivariate analysis they discovered
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that body image was a significantly reliable predictor of self-esteem post stroke.
Howes, Edwards and Benton (2005) extended upon Keppel and Crowe’s (2000)
research by also including the variables of body satisfaction and depression alongside
body image and self-esteem. The male participants particularly emphasised their
dissatisfaction of their physical self particularly if they presented with hemiplegia or
were a wheelchair user. The authors reported a significant moderate correlation
between self-esteem and psychological well-being (r = -.66, p < .001), and a weak
correlation between self-esteem and depression (r = .43, p < .05). In combination, these
psychological factors may contribute to poor self-efficacy (Jackson et al., 2018;
Nicholson et al., 2014; Outermans et al., 2016; Simpson et al., 2011; Zalewski &
Dvorak, 2011). Self-efficacy is defined as an individual’s belief about their capabilities
to achieve their goals (Bandura, 1998). If stroke survivors believed their capability to
participate in physical activity was poor, they were less likely to participate in physical
activity (Nicholson et al., 2014). Indeed, Prior and Suskin (2018) identified a positive
correlation between self-efficacy and physical activity. Furthermore, Morris et al’s
(2012) structured review found that stroke survivor self-efficacy was the most reliable
predictor of participation in physical activity.
A stroke survivor’s beliefs and knowledge about physical activity can also create
intrinsic barriers to participation (Ezeugwu et al., 2017; Morris, Oliver, Kroll, Joice, &
Williams, 2015; Morris et al., 2012; Nicholson et al., 2014; Outermans et al., 2016).
Several studies reported that stroke survivors perceived physical activity would not
improve their condition (Ezeugwu et al., 2017; Jackson et al., 2018; Morris et al., 2012;
Nicholson et al., 2017; Outermans et al., 2016; Rimmer et al., 2008). Furthermore,
stroke survivor participants in Ezeugwu and colleagues (2017) interview study believed
that sedentary behaviour was a normal and important part of stroke recovery. In
contrast, stroke survivors who believed that physical activity was beneficial were often
hindered by a lack of knowledge regarding where to exercise or how to exercise to
enhance their recovery (Nicholson et al., 2014; Nicholson et al., 2013; Plow et al.,
2017; Rimmer et al., 2008). Extrinsic barriers imposed on an individual may contribute
towards this lack of knowledge (Hammel et al., 2006).
The most frequently reported extrinsic environmental barriers for stroke survivors’
participation in physical activity were a lack of access to suitable transport along with
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lack of accessibility of the natural and built environments (Damush et al., 2007;
Ezeugwu et al., 2017; Jackson et al., 2018; Nicholson et al., 2014; Nicholson et al.,
2013; Outermans et al., 2016; Rimmer et al., 2008; Tornbom et al., 2017). Indeed,
Prior and Suskin (2018) found a negative association between transportation and
environmental issues and physical activity. Many stroke survivors lose their ability to
access the community independently because they are unable to drive. Therefore, they
must rely on others, such as family members and friends or public transport to do so.
The cost of public transport can be a barrier for stroke survivors, particularly those who
experience financial limitations because of unemployment post stroke (Hammel et al.,
2006; Nicholson et al., 2013; Rimmer et al., 2008; Zalewski & Dvorak, 2011).
Furthermore, accessibility of public transport may also pose considerable challenges for
stroke survivors who experience fatigue, reduced balance, mobility, cognitive or
communication impairments.
Natural environment barriers such as bad weather and/or cold weather kept stroke
survivors from being physically active, particularly if they wished to engage in outdoor
activities (Ezeugwu et al., 2017; Jackson et al., 2018; Outermans et al., 2016; Tornbom
et al., 2017). Unsurprisingly, these findings occurred primarily in studies undertaken in
countries where weather may limit access to the outdoor environment, for example,
countries such as Canada, Sweden, and The Netherlands. Several studies described
built environment barriers that influenced stroke survivors’ ability to engage in physical
activity. The most prevalent inaccessible features reported by stroke survivors included
entrance areas (e.g., step access without ramps, or narrow doorway widths), unsuitable
bathrooms within buildings, and uneven surfaces surrounding buildings (Hammel et al.,
2006; Nicholson et al., 2013; Outermans et al., 2016). Extrinsic barriers enhance stroke
survivors’ feelings of vulnerability when accessing their community. Stroke survivors
are deeply concerned about their safety. Individuals who are already compromised by
their stroke related impairments feel anxious, scared and at risk when attempting to
negotiate environmental obstacles such as bad weather, uneven terrain or poorly
accessible public transport (Morris et al., 2012). An interview study by Outermans et al
(2016) with community dwelling stroke survivors found that environmental barriers
negatively influenced self-efficacy and therefore decreased participation in outdoor
physical activity.
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Societal attitudes from non-disabled individuals create barriers for stroke survivors’
participation in physical activity (Hammel et al., 2006; Morris et al., 2012). Stroke
survivors experience stereotypical negative attitudes from non-disabled people within
their communities which leaves them feeling excluded (Hammel et al., 2006; Morris et
al., 2012). Such negative attitudes seem to arise from non-disabled individuals’ lack of
knowledge about stroke (Morris et al., 2012). Indeed, Morris and colleagues’ (2012)
structured review found that stroke survivors expressed concern that fitness instructors
would not be able to offer an exercise programme that was individualised to suit their
needs, or provide future programme modifications, because they did not have a
comprehensive understanding about the sequelae of stroke. Lack of knowledge about
stroke from policy makers also creates feelings of exclusion (Hammel et al., 2006). For
example, it has been suggested that fitness centre systems and policies lack inclusivity
because the able-bodied policy makers have not thought to cater for stroke survivors by
offering suitable programmes (Damush et al., 2007; Hammel et al., 2006). Indeed,
Poltawski et al’s (2015) stroke survivor participants explained how fitness centres
advertising and marketing policies were off-putting because the language and images
portrayed did not feel inclusive to them.
Stroke survivors have reported that health professionals can also express negative
attitudes, particularly towards goal setting for physical activity (Morris et al., 2012;
Poltawski et al., 2015). There is a perception amongst stroke survivors that their own
physical activity goals are frequently rejected in favour of the health professionals’
(particularly physiotherapists) priorities (Ezeugwu et al., 2017; Morris et al., 2015).
Stroke survivors have explained that physiotherapists concentrate on improving stroke
related impairments and activity limitations rather than valuing participation in
meaningful activities (Morris et al., 2015; Morris et al., 2012). It may be that
physiotherapists’ dismissal of stroke survivors’ participatory goals are due to their
perceived professional responsibilities to patient safety (Morris et al., 2015; Outermans
et al., 2016; Poltawski et al., 2015). Nevertheless, such attitudes portrayed by health
professionals leave the stroke survivor feeling unsupported when pursuing their
physical activity goals (Ezeugwu et al., 2017; Morris et al., 2012; Nicholson et al.,
2014).
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Family members’ attitudes can also present barriers for stroke survivors accessing
physical activity (Hammel et al., 2006; Nicholson et al., 2014; Plow et al., 2017;
Zalewski & Dvorak, 2011). Family members worry about their stroke survivor’s safety
and thus can become overprotective and hyper-vigilant, particularly if they perceive the
stroke survivor is engaging in seemingly risk-taking behaviours (Hammel et al., 2006;
Morris et al., 2015; Outermans et al., 2016; Plow et al., 2017; Poltawski et al., 2015).
In addition, family members’ personal beliefs about physical activity can powerfully
influence whether their stroke survivor will participate in physical activity (Hammel et
al., 2006; Nicholson et al., 2014; Zalewski & Dvorak, 2011). For example, if a family
member perceives there is no benefit to physical activity, they are unlikely to encourage
or support participation (Hammel et al., 2006).
In combination, intrinsic and extrinsic barriers leave stroke survivors with feelings of
inadequacy, reduced autonomy and self-efficacy for participating in physical activity
(Morris et al., 2012; Nicholson et al., 2014; Outermans et al., 2016) which can lead to
threatened identity (Murray & Harrison, 2004). Although research is scarce, two
studies reported that men following stroke felt an overwhelming sense of disrupted
embodiment and a loss of their masculine identity (Green & King, 2009; Kvigne et al.,
2014). Male stroke survivors particularly mourn the loss of their physical strength and
become frustrated by their reduced ability to engage in their pre-stroke activities
(especially the breadwinner role) (Green & King, 2009; Guise et al., 2010; Kitzmuller
et al., 2013; Kvigne et al., 2014). Men following stroke expressed feelings of guilt
about being a burden within the family (particularly to their primary support person)
because they could no longer provide financial, physical or emotional support (Kvigne
et al., 2014). Not being able to provide support and uphold their previous family roles
caused men to feel inferior across all aspects of their lives, to the extent where they
became socially withdrawn (Green & King, 2009; Murray & Harrison, 2004).
2.3

Enablers to Access and Participation in Physical Activity

Almost all of the evidence regarding enablers to access and participation in physical
activity address personal intrinsic factors and social extrinsic factors, particularly as
these relate to psychological behaviours that influence self-efficacy. Stroke survivors
who demonstrated self-efficacious behaviours such as motivation, confidence,
determination, optimism and resilience, are more likely to have the capacity to adapt
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and accept their new self (Ezeugwu et al., 2017; Morris et al., 2015; Morris et al., 2012;
Plow et al., 2017; Poltawski et al., 2015; Simpson et al., 2011). High levels of selfefficacy positively influence threatened identity. Indeed, studies have found that
regular physical activity can influence stroke survivors’ perceptions of embodiment and
identity (Kitzmuller et al., 2013; Morris et al., 2015). If stroke survivors believed that
physical activity prevented recurrent stroke, enhanced recovery, and improved health
and well-being, they were highly likely to participate (Banks et al., 2012; Morris et al.,
2015; Nicholson et al., 2014; Nicholson et al., 2017; Poltawski et al., 2015; Tornbom et
al., 2017). Further incentives for stroke survivor participation in physical activity
included observing improvement in strength, fitness and function (Banks et al., 2012;
Damush et al., 2007; Morris et al., 2015; Nicholson et al., 2017; Outermans et al., 2016;
Poltawski et al., 2015; Simpson et al., 2011; Tornbom et al., 2017). Indeed, such
improvements enabled stroke survivors to re-establish their identity and actively engage
in physical activity pursuits (Hebblethwaite & Curley, 2015; Morris et al., 2015;
Nicholson et al., 2014; Outermans et al., 2016).
A fundamental ingredient to enhance self-efficacy and acceptance, repeatedly reported
in the literature, was feeling supported by others such as family members, friends, other
stroke survivors and health professionals (Damush et al., 2007; Hebblethwaite &
Curley, 2015; Morris et al., 2015; Nicholson et al., 2014; Outermans et al., 2016;
Tornbom et al., 2017). An interesting action research study with stroke survivors
explored the role of community recreation in stroke recovery (Hebblethwaite & Curley,
2015). Hebblethwaite and Curley (2015) identified that supportive encouragement
from others (i.e., other stroke survivors and a recreation therapist) enhanced the
participants’ feelings of hope and provided a sense of belonging, which then enhanced
their self-efficacy. Other research has identified how enhanced self-efficacy provided
study participants with the motivation to sustain physically active behaviours and
engage in valued and meaningful activities (Morris et al., 2015; Nicholson et al., 2014;
Outermans et al., 2016).
A small but growing body of evidence suggests that participation in group exercise with
like-minded individuals may encourage stroke survivors to participate in physical
activity. Exercising in a group promotes friendly competition, motivation and social
interaction, which could enhance psychological well-being and re-establish identity
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(Banks et al., 2012; Morris et al., 2012; Murray & Harrison, 2004; Nicholson et al.,
2013; Reed, Harrington, Duggan, & Wood, 2010). For example, Banks et al (2012)
investigated exercise preferences of stroke survivors in Australia. They found stroke
survivors preferred unadventurous, structured group exercise in a fitness centre.
However, these findings should be interpreted with caution because contrasting
evidence reports that not all stroke survivors would choose to exercise at fitness
centres, or that they encounter accessibility barriers when attempting to do so
(Poltawski et al., 2015). Stroke survivors who do engage in physical activity at fitness
centres report they are also enabled by positive and helpful attitudes from fitness
instructor professionals (Hammel et al., 2006). Fitness instructors who provide a
welcoming environment, a positive attitude, understand the sequelae of stroke and have
the ability to modify an exercise programme may allow individuals with stroke to feel
safe, valued and supported in their physical activity pursuits (Damush et al., 2007;
Hammel et al., 2006; Morris et al., 2012; Poltawski et al., 2015; Simpson et al., 2011).
2.4

Limitations of the Evidence

There are limitations to the research evidence that has explored and investigated
participation in physical activity for stroke survivors. Most of the studies recruited
participants with mild to moderate disability and/or excluded individuals with
comorbidities, thereby limiting our understanding of stroke survivors with multiple
conditions or severe disability. In addition (as noted earlier), it appears that disability
in the physical activity literature for stroke survivors may have been conceptualised
primarily as physical impairment.
The definition of physical activity was diverse across the studies. For example, Jackson
et al (2018) and Nicholson (2017) adopted Caspersen et al’s (1985) definition of
physical activity while Banks et al (2012) used the term exercise (Caspersen et al’s
(1985) subset of physical activity). Zalewski and Dvorak (2011, p. 667) extended
Casperson et al’s (1985) definition and specifically included daily activities such as,
“time spent completing personal needs, work or social goals and formal exercise”. In
contrast, other studies did not provide a definition of physical activity at all (e.g.,
Rimmer and colleagues (2008)). Varying definitions of physical activity makes it
difficult for researchers to make comparisons across the studies (Kelly, Fitzsimons, &
Baker, 2016).
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Finally, physical activity outcome measures used in quantitative studies were selfreport questionnaires that gathered information about physical activity domains (e.g.,
leisure time or occupational activities), dimensions (such as duration, frequency, and
intensity), and correlates and determinants (i.e., where, when, and why participants are
physically active) (Jackson et al., 2018; Kelly et al., 2016; Vahlberg et al., 2018). While
such surveys are useful to determine physical activity behaviours, they can be
problematic because participants can over or under report their participation
(Ainsworth, Cahalin, Buman, & Ross, 2015). Some quantitative studies measured
physical activity directly using wearable monitors such as accelerometers. Measuring
physical activity in this way (such as step count) can provide researchers with relatively
precise information (Ainsworth et al., 2015). However, they may not accurately
capture all types of physical activity (i.e., cycling or swimming) or light intensity
physical activity (Ainsworth et al., 2015; Field et al., 2013; Kelly et al., 2016).
2.5

Summary and Conclusions

To sum up and conclude this chapter, factors reported to enable successful physical
activity participation include intrinsic behaviours such as self-efficacy, acceptance,
adaptability and resilience, as well as extrinsic factors such as an accessible built
environment, positive societal attitudes, and support from family, friends and health
professionals. However, given that stroke survivors demonstrate low levels of physical
activity, it could be suggested that intrinsic and extrinsic barriers are extremely
challenging to overcome. In addition, barriers do not occur alone, but collectively
influence a stroke survivor’s ability to access and participate in physical activity. How
these collective barriers influence each other and how they affect male stroke survivors’
access to and participation in physical activity remains unclear, and is the focus of the
inquiry within this thesis.
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Chapter 3
3.1

Methodology

Chapter Overview

In this chapter, I discuss my philosophical assumptions, personality and positionality to
situate myself as the researcher within the context of the inquiry in this thesis. I explain
the theoretical models that underpin my paradigmatic stance along with a conceptual
framework with which the programme of research is aligned. The research design and
methodological rigor are detailed and justified. Throughout the chapter, I include my
personal and professional experiences and how these may influence the inquiry.
3.2

Worldview, Personality and Positionality

A researcher’s worldview, personality and positionality shapes the programme of
inquiry. These three interrelated constructs influence how researchers approach their
programme of inquiry, how they create and interpret knowledge, and how power
structures are formed between the researchers and participants (Moser, 2008;
Wilkinson, 2016). I situated this thesis in the transformative worldview as described by
Mertens (2007, 2009, 2010, 2012). The transformative worldview has emerged from
the ontological and epistemological foundations of critical theory (Creswell & PlanoClark, 2018; Mertens, 2007, 2009; Willis, 2007). Ontologically, the transformative
worldview recognises that an individual’s values and actions are shaped within a social
context by societal, political, cultural, historical and economic influences (Mertens,
2007, 2009). While this reality shares similarities with constructivism (Mertens, 2010),
the difference in the transformative stance is reflected in the belief that power
imbalances exist between individuals within society (Creswell & Plano-Clark, 2018;
Mertens, 2009). Some individuals exude privilege and power where others (for
example, people with disabilities) can be excluded or marginalised in society (Mertens,
2007, 2009). In Western society, the privileged view is often given precedence and
power over the non-privileged (Mertens, 2012).
Inquiry in the transformative stance aims to explore such power imbalances through a
collaborative process where power is shared equally between the researcher and the
participants (Creswell & Plano-Clark, 2018; Mertens, 2007, 2009, 2010, 2012).
Knowledge is constructed through collaborative critical debate and reflection (Baum,
MacDougall, & Smith, 2006; Fossey, Harvey, McDermott, & Davidson, 2002; Kindon,
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Pain, & Kesby, 2007). With the generation of knowledge comes a sense of
empowerment for the collaborative research team. The research team become
advocates who challenge society’s “status quo” and seek to change inequalities towards
the non-privileged and therefore promote and enhance social justice (Creswell & PlanoClark, 2018; Fassinger & Morrow, 2013; Mertens, 2009, 2010, 2012; Plano-Clark &
Ivancova, 2016; Sweetman, Badiee, & Creswell, 2010). Indeed, people with
disabilities engaging in research have identified they feel more empowered when
collaborative inclusive methodologies are used because the topic of inquiry is
meaningful to them (Beresford, 2007; Brown, 2001; Kitchen, 2000).
To ensure I remained true to the transformative worldview throughout this programme
of inquiry, I recognised the need to address the potential for inequitable power between
the research participants and myself. As a researcher situated in a social justice stance,
I am aware that my personality and positionality could influence the research process
and potentially disempower or even exploit the participants for my own personal gain.
Therefore, at the beginning of my inquiry, I completed the Myers Briggs Type
Indicator® (MBTI®) personality inventory to see what personality characteristics I
would bring to my research. Of the 16 personality types, I feel most comfortable as the
duty fulfiller or the logistician. Words used to describe this personality type that I
strongly identify with include: quietly systematic, factual, organised, logical, detailed,
conscientious, analytical, responsible, pragmatic, critical, conservative and efficient
(The Myers & Briggs Foundation, 2018). I am a peacemaker, a conflict avoider and a
rule follower, and therefore would be likely to accept whatever thoughts, ideas or
suggestions others have without questioning these. However, if I can see that societal
or community “rules” are not logical, or are unjust, I will speak out and question them.
I have a strong sense of loyalty and I feel in control if my world is organised and
orderly. My initial reaction to make sense of my experiences is to analyse the situation
in an unemotional, objective and systematic manner. I have considered and discussed
how these personality traits may have influenced my approach to the research process
later in the chapter.
Along with my personality traits, I acknowledge that I come to this inquiry as an illinformed external researcher, and when compared to my research participants (e.g.,
men with stroke), I am an outsider, an individual that does not possess any attributes of
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the participants (Fassinger & Morrow, 2013; Wigginton & Setchell, 2016). I am a
white middle class NZ European female, a wife, and mother of two teenagers. I have
not personally experienced disability. However, in my early teens, my grandfather was
diagnosed with Parkinson’s disease. Although I did not live with my grandparents, I
visited them regularly and believe I gained a little understanding of the barriers he
faced living with a long-term condition. As a physiotherapist with some research
experience and expertise, I also recognise that I come with the privilege of an academic
background with professional qualifications and an understanding of the research
process. The participants may therefore perceive I hold a position of power. Being in a
position of perceived power may mean the participants feel their experiences rank
lower than mine (Abma, Nierse, & Widdershoven, 2009) or that I come with a personal
agenda to impart upon them (Fassinger & Morrow, 2013).
Situating oneself in a transformative worldview is relatively new in physiotherapy
research and practice (Trede, 2012). When I trained (in the mid to late 1990’s) the
physiotherapy programme was taught largely from an objective perspective where the
physical body was considered a separate entity from the subjectivity of the mind
(Nicholls & Gibson, 2010). Physiotherapists embraced this biomedical model of health
and well-being and gave less attention to psychological, cultural, social and
environmental aspects of patients’ lives (Nicholls & Gibson, 2010; Plack, 2005).
Indeed, as I reflect back, I can see how becoming a physiotherapist suited my
personality portrait. Understanding the “body as a machine” fitted neatly into how I
preferred to understand the world, as objective facts, logical sequences and processes.
Even though physiotherapists gather subjective information from patients, the primary
goal was to explore factual objective information that would assist in diagnosis to
formulate an individualised treatment plan that would ensure the patient could manage
safely in their physical home environment. In these early years as a new graduate
physiotherapist, this is how I understood the notion of holistic physiotherapy practice.
Alongside this approach to the clinical component, evidence-based research in
physiotherapy practice was situated in the scientific positivist paradigm (Nicholls &
Gibson, 2010; Plack, 2005). At the time of my physiotherapy training, I do not recall
being introduced to research that was underpinned by any other worldview than a
positivist one. Positivism or post-positivism was (and in some areas of physiotherapy
practice still is) considered the most valid, reliable and truthful research approach in the
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scientific arena (Nicholls & Gibson, 2010; Plack, 2005). Evidence obtained from
research undertaken in the format of a randomised controlled trial is (still) considered
the gold standard research approach to influencing clinical practice (Jones & Podolsky,
2015). Indeed, research with a naturalistic worldview has only recently been included
in the hierarchical pyramid of evidence-based medicine (Lester & O'Reilly, 2015).
Two decades on from my own physiotherapy training, it is exciting to see that the scope
of practice thresholds for a physiotherapist practising in NZ now reflect the language of
a transformative stance. For example, an autonomous NZ physiotherapist is required to
be culturally competent and collaborative with their patients. They are also expected to
(a) educate and empower their patients to engage in self-management behaviours, (b)
advocate for equitable access to healthcare and resources, and (c) facilitate change
(Physiotherapy Board of New Zealand, 2018). However, challenges for
physiotherapists in embracing a transformative stance within their clinical practice have
been highlighted (Trede, 2012). Physiotherapists have explained that many patients
present as passive recipients of health care and expect physiotherapists to fix or restore
their impairments to “normal” function (Roush & Sharby, 2011; Trede, 2012). It has
also been suggested that the healthcare system does not promote an inclusive approach,
indicating that a biomedical approach continues to be privileged in health care practice
(Trede, 2012). Physiotherapists are therefore in a quandary between fully embracing
the notion of a transformative worldview and being hindered by a health care system
that favours the biomedical tradition.
3.3

Disability Discourse

The transformative worldview closely aligns with disability discourse (Mertens, 2009).
However, historically, health professionals have viewed disability within the traditional
biomedical model of disability (Brown, 2001), which has shortcomings in terms of how
disability can be viewed. With its origins dating back to the 19th Century, the
biomedical model conceptualised disability as a characteristic of the individual who
requires intervention/s to be performed “on them” or “to them” to correct an
impairment/s (Barnes, 2012; Jette, 2006; O'Day & Killeen, 2002; Roush & Sharby,
2011; World Health Organisation, 2001). If the impairment is unable to be corrected,
individuals are expected to adjust their attitudes and behaviour and adapt to their “new
normal”. Researchers within the biomedical model tradition typically employed
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methodologies founded in objective positivism (Brown, 2001; French & Swain, 1997),
formulating the aims of their research without consultation with the participants they
wished to study (Kitchen, 2000). Therefore, the biomedical model definitely does not
align with the transformative worldview because it does not promote a collaborative,
empowering or inclusive partnership where people with disabilities have an
autonomous and equitable voice.
Due to the shortcomings of the biomedical model, scholars in disability discourse
established the social model of disability during the 1980’s and 1990’s (Barnes, 2012;
Bricher, 2000). Unlike the biomedical model, disability in the social model was viewed
as a socially created problem shaped by historical stereotypical attitudes and political
agendas, rather than a characteristic of the individual (Barnes, 2012; Brown, 2001;
O'Day & Killeen, 2002; Roulstone, Thomas, & Watson, 2012; Watson, 2012; World
Health Organisation, 2001). As such, stereotypical attitudes from non-disabled
members of society along with an unaccommodating physical environment created a
feeling of inequality and disablement for individuals with impaired functional capacity
(Brown, 2001; French & Swain, 1997; Roush & Sharby, 2011). However, although the
social model of disability shifted the focus of disability towards a social and
environmental problem and away from disability inherent in an individual, it did not
acknowledge the dynamic interplay between these constructs and their influence on the
individual.
At a similar time to the development of the social model of disability, the World Health
Organisation established an International Classification of Impairments, Disabilities,
and Handicaps (ICIDH) with the idea of creating a universal definition of disability
(Jette, 2006). The ICIDH included three distinct constructs of impairments, disabilities,
and handicaps (Jette, 2006; World Health Organisation, 1980). Disability in this model
was conceptualised as a linear progression where impairments caused disability and
disability created handicaps (Barnes, 2012; Jette, 2006). However, the World Health
Assembly, disabled persons, and disability advocates did not sanction the ICIDH for
several reasons (Barnes, 2012; Jette, 2006). First, the constructs within the model were
poorly defined (Jette, 2006). Second, disabled persons and disability advocates argued
that disability was not a linear process (Barnes, 2012). Impairments were not the sole
cause of disability but considered historically, culturally, and socially constructed
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(Barnes, 2012). Third, similar to the biomedical model, the ICIDH defined impairments
as a deviation from “normality” which required “fixing” (Barnes, 2012). The ICIDH
also suggested that impairments were associated with dependence where a disabled
individual required external support for daily living (Barnes, 2012). Finally, the ICIDH
did not acknowledge the environment as an influential construct of disability (Cieza &
Stucki, 2008).
Recognising the limitations of the ICIDH, in 2001, the World Health Organisation
developed a biopsychosocial model of disability and health called the International
Classification of Functioning, Disability and Health Framework (ICF) (Cieza & Stucki,
2008; Jette, 2006; World Health Organisation, 2001). The ICF was developed through
an international collaboration of people with disability and scholars in disability studies
and was endorsed by the World Health Assembly of the World Health Organisation in
2001 (Bickenbach, 2012; Jette, 2009; World Health Organisation, 2001). Since its
inception, the ICF has grown to be widely used in contemporary research and practice
(Barnes, 2012; Jette, 2006; Roush & Sharby, 2011; World Health Organisation, 2001).
Disability in the ICF is conceptualised as a dynamic interaction between the constructs
of an individual’s health condition, and personal factors (e.g., gender, ethnicity and
culture, age, attitudes and behaviours, personality, and past experiences (Jette, 2009;
World Health Organisation, 2001)) within their social and physical environmental
contexts (Bickenbach, 2012; Jette, 2006, 2009; Morris, 2016; World Health
Organisation, 2001). The ICF is described as a social ecological model of health and
well-being because it recognises that the constructs are interdependent, meaning any
construct can be influenced by any one or multiple other constructs within the model
(Bauman, Reis, Sallis, Wells, & Martin, 2012; Geidl, Semru, & Pfeifer, 2014; Hammel
et al., 2008; Plano-Clark & Ivancova, 2016; Roush & Sharby, 2011; Sallis, Floyd,
Rodrı´guez, & Saelens, 2012; Sallis, Owen, & Fisher, 2008; Stokols, 1996; World
Health Organisation, 2001).
Along my journey as a physiotherapist working in a rehabilitation environment, being
introduced to the ICF was a “game changer” with respect to extending my worldview
past objectivism and the idea of the body as a machine that I needed to fix back to
“normal” function. I slowly began to acknowledge the embodied person, a person who
is shaped by personal and environmental contexts. However, although I believe I
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understood the theoretical concepts behind this model of health and well-being on first
being introduced to it, I do not think I translated these concepts towards changing how I
delivered clinical interventions in my clinical practice. This was highlighted by a
situation, which taught me that there could be negative consequences to the therapistpatient relationship when viewing the world objectively. On this occasion, I had
chosen to situate a treatment session with a patient whom I had been working with for
about a month in the swimming pool. This session was her first time in the water since
sustaining a brain injury. After the session, the patient’s husband was due to come to
the hospital to practise car transfers with his wife with a view towards her discharge
home. I raised my concern with the patient about the possibility of fatigue following a
hydrotherapy session. The patient denied feeling fatigued so we made the decision to
practise the car transfer. Unfortunately, the car transfer did not go well because she
was indeed too fatigued. The next day she refused a therapy session with me. It
became apparent that she was extremely angry with me because the car transfer had not
been a success. I had never previously experienced this sort of personal anger towards
me from a patient. I was mortified that I had upset her, but I was perplexed by her
response. I did not perceive that the lack of success in the car transfer was an issue; this
could simply be practiced again. However, on debriefing with a colleague, it dawned
on me that the patient desperately wanted her car transfer to be successful so she could
return home and be out of the hospital environment. She was likely feeling very low in
mood. I went back to the patient later to apologise that I had upset her and we spent a
very productive session learning what was meaningful for each other. Thus, I very
clearly understood that I should include consideration of a patient’s psychological
factors, as well as taking into account their physiological impairments; that these two
aspects of an individual’s lived experience cannot be separated.
Not long after this experience, I consented to being interviewed by a physiotherapy
colleague for a research project that explored perspectives of physiotherapists in
facilitating recreational physical activity for people with neurological impairments. I
remember talking about a patient who was a champion windsurfer and who had
recently had a stroke. Soon after his admission to the rehabilitation hospital (and
unbeknown to me) his friends had brought in his windsurfer. The next day, I went to
find him for his physiotherapy session and found him on the lawn outside the hospital,
practicing to step onto the sailboard. I had never encountered patients who made their
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own decisions about rehabilitation and what form this would or should take. Every day
I would find this fellow outside practicing pulling up the sail and balancing on his
sailboard. I quickly learnt that he was not interested or engaged in anything other than
treatment that was going to aid him to return to his board sailing as quickly as possible.
Through this dialogue of reflection during the interview with my colleague, I was
helped to understand how vitally important the participation aspect of the ICF is for
successful goal achievement. This situation highlighted again that I needed to
collaborate with my patients towards them achieving their goals. Furthermore, I
realised that the patient and the therapist have different areas of expertise so I as the
physiotherapist needed to take the time to listen and understand what is meaningful to
them, and furthermore, how this could be best achieved. Working together as a team
likely brings the greatest success for goal achievement.
Most researchers within the disability field no longer use positivist methodologies and a
biomedical model approach because people with disabilities have viewed this approach
as passive (Bricher, 2000; White, 2002), disabling and disempowering (Beresford,
2007; Coney, 2004). Instead, adoption of a biopsychosocial ecological framework
within a transformative paradigm, (which is inclusive, collaborative, meaningful and
democratic), enhances an individual’s dignity and embraces the concept of embodiment
(Beresford, 2007; Brown, 2001; Kitchen, 2000; McLaren & Hawe, 2004; Sallis et al.,
2008). . Furthermore, it is an empowering approach for people with disability and to
researchers because it allows truly meaningful research to be undertaken (Kitchen,
2000).
3.3.1

Disability language.

There is ongoing debate in the disability literature regarding person-first (i.e., people
with disability) versus identity-first language (e.g., disabled persons) from both scholars
and persons with disabilities/disabled persons (Dunn & Andrews, 2015; Gernsbacher,
2017). In academia, the American Psychological Association (APA) led the field
encouraging academics to adopt person-first language as an inclusive approach to value
the embodied individual rather than labelling a person by their impairments (Crocker &
Smith, 2019; Dunn & Andrews, 2015; Gernsbacher, 2017). In contrast, individuals
who champion identity-first language argue that the person cannot be separated from
their disability because it is part of their identity (Dunn & Andrews, 2015).
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Within this thesis, I have chosen primarily to adopt person-first disability language (i.e.,
people with disability or people with stroke). Person-first language is the cultural norm
in my physiotherapy practice. As an “outsider”, I consider the person first before their
disability. However, I acknowledge that this thesis prioritises the “insider” voices of
male stroke survivors and their support persons so I have also used identity-first
language throughout the thesis (e.g., stroke survivors). To the best of my knowledge
there is no literature where stroke survivors have described the language they prefer.
Dunn and Andrew (2015) recommend adopting person-first and identity-first language
because it values both the “insider” and “outsider” voices. Furthermore, the ICF
biopsychosocial model of disability promotes the use of both person-first and identityfirst language (Crocker & Smith, 2019; Dunn & Andrews, 2015).
3.4

Social Science Theory

The transformative worldview also has theoretical foundations in social science
discourse, in the nature of social ecology and associated theories of behaviour change
and social cognitive theory (Creswell & Plano-Clark, 2018). This is of particular
importance in this thesis because it is well known that stroke survivors in general
demonstrate very low levels of physical activity (Martin, 2013; Rimmer et al., 2008).
Evidence supports the notion that participation in physically active behaviours for
stroke survivors is influenced by multiple factors which span all constructs of social
ecological frameworks (e.g., the ICF) (Bauman et al., 2012; Geidl et al., 2014).
Furthermore, research has shown that men (particularly those who strongly identify
with the traditional Western masculine ideation), are less likely to engage in activities
that promote health and well-being compared to women (Courtenay, 2000a, 2000b;
Mahalik et al., 2007; Robertson, 2006). As masculinity is constructed primarily
through environmental factors such as interpersonal relationships, social norms and
attitudes, and politics (Courtenay, 2000a, 2000b; Evans et al., 2011), social ecological
frameworks could be particularly useful for understanding male stroke survivors’
determinants of physical activity participation. Furthermore, social ecological
frameworks may also provide a comprehensive approach to guide health professionals
in behaviour change strategies because successful change is likely more effective when
multiple levels of the framework are addressed simultaneously (Sallis et al., 2008).
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I became interested in McLeroy et al’s (1988) social ecological model because it
extended upon the ICF in the representation of its constructs. McLeory and colleagues
(1988) social ecological model includes the same constructs as the ICF, but organises
them as multiple levels of influence (like layers of an onion). This model provides a
structured framework that may enhance our understanding of how the constructs
interact within and across the multiple levels to shape an individual’s attitudes and
behaviours (McLaren & Hawe, 2004; Sallis et al., 2008; Stineman & Streim, 2010).
Combining the two ecological models together would show that all of the ICF
constructs (except the environmental factors) would align with McLeroy et al’s (1988)
intrapersonal level. The environmental factors of the ICF (i.e., products and
technology, natural and built environments, support and relationships, other people’s
attitudes, and services, systems and policies (Jette, 2009; World Health Organisation,
2001)) would fit within the other four layers (i.e., interpersonal, organisational,
community, societal policies levels) of McLeroy et al’s (1988) model (see Figure 1).
Organising environmental factors as multiple levels of influence is of value because
these particular factors also play an important role in shaping behaviour (McAlister,
Perry, & Parcel, 2008).
Bandura’s social cognitive theory explains and supports the notion that multiple levels
of influence can shape an individual’s behaviour (Bandura, 1998, 2004; McAlister et
al., 2008). Social cognitive theory acknowledges that behaviour is a product of a
dynamic relationship between (a) an individual’s intrapersonal self-efficacy beliefs, (b)
their perceived consequences evoked by engaging in a behaviour (e.g., physical effects
such as pain, the feelings aroused from the behaviour, other people’s reactions to their
behaviour), and (c) perceived personal and environmental barriers (e.g., mood, social
support, or the built environment) (Bandura, 1998, 2004; McAlister et al., 2008). These
three constructs directly affect a fourth construct, an individual’s goals. Self-efficacy is
the primary construct that directly affects behaviour (Bandura, 1998, 2004). Selfefficacious individuals with surmountable personal and environmental barriers, and
who perceive positive outcomes or consequences from engaging in a behaviour, are
more likely to set achievable goals and therefore actively participate in the planned
behaviour (Bandura, 1998, 2004; McAlister et al., 2008; Young, Plotnikoff, Collins,
Callister, & Morgan, 2016). Morris and colleagues (2017) illustrated this concept in a
recent study. These authors individually interviewed 38 community dwelling stroke
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survivors and developed an explanatory framework for physical activity, which
supported Bandura’s social cognitive theory. They identified that a stroke survivor’s
motivation to be physically active is dependent upon their beliefs, attitudes and
experiences about physical activity, and their perceived self-efficacy. In addition,
stroke survivors’ capability to participate in physical activity was influenced by
intrinsic factors (e.g., the physiological and psychological effects of the stroke) and by
extrinsic factors such as social support and environmental influences. Because of the
understanding that multiple factors affect a stroke survivor’s participation in physically
active behaviours, Morris et al (2017) recommended that researchers adopt a systemswide social ecological approach in their work.
When reflecting on my personal journey of discovery towards an approach that is
inclusive, collaborative and empowering, together with what I have learned about the
theoretical underpinnings for different research methodologies, I have therefore
adopted McLeroy’s (1988) social ecological model as a conceptual framework for this
thesis. The fundamental strength of this social ecological model as a conceptual
framework for inquiry is that it allows for exploration and examination of interactions
and inter-relationships across the multiple levels of the framework (Lounsbury &
Mitchell, 2009). However, the challenge for researchers to date has been addressing
multiple levels of the social ecological framework simultaneously within a programme
of inquiry (Glanz & Rimer, 2008; Sallis et al., 2008). Adopting a mixed methods
approach could be a useful solution to this problem (Glanz & Rimer, 2008).
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Figure 1 International Classification of Functioning, Disability and Health (ICF)
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Figure 1 The International Classification of Functioning, Disability and Health Framework (ICF) mapped alongside
McLeroy et al’s (1998) social ecological framework illustrating the overlap of disability theory of the ICF and social
science theory of behavior change as models of social ecology.

3.5

Research Design

With this in mind I have used a mixed methods approach as described by Creswell and
Plano-Clark (2018) for this thesis. Mixed methods research is defined by a set of core
characteristics where the researcher, (a) situates the research in philosophy and theory,
(b) collects and analyses quantitative and qualitative data, and then (c) integrates, mixes
and draws inferences from the data in a single programme of inquiry (Creswell &
Plano-Clark, 2018; Tashakkori & Creswell, 2007). Using mixed methods may better
allow me to capture an accurate, holistic, comprehensive and multifaceted
understanding of how the social ecological framework constructs (or layers) may
influence male stroke survivors to access and participate in physical activity (Creswell
& Plano-Clark, 2018; O'Day & Killeen, 2002; Plano-Clark & Ivancova, 2016;
Ponterotto, Matthew, & Raughley, 2013) than either quantitative or qualitative inquiry
alone.
Even though the mixed methods approach evolved as a research methodology in the
early 1990’s, it is nevertheless still a relatively new approach in health related research
with people with disabilities (Kroll, 2011). The mixed methods approach, particularly
in the field of social justice for people with disabilities, uses collaborative methods that
are meaningful to people with disabilities (Kroll, 2011). Mixed methods could be
advocated as a methodology for health research because it enables health professionals
to integrate the subjective voice along with objective data to inform holistic clinical
decision-making (Creswell & Plano-Clark, 2018). However, as an approach to inquiry
in physiotherapy research, mixed methods is in its infancy (Mengshoel, 2012).
For this thesis I used a three strand explanatory sequential social justice mixed methods
design (explained further below) and prioritised the voices of the participants (i.e., their
views, experiences and behaviours). Prioritising the participants’ voice is important in
the transformative worldview to provide insight into the psychosocial, environmental
and cultural complexities of disablement as experienced by individuals with disability
(Rauscher & Greenfield, 2009). The three strands delineate three independent studies
(i.e., independent sets of data collection and analysis). According to Creswell and
Plano-Clark (2018) each of the strands in an explanatory sequential design occur in a
linear fashion yet inform the overall inquiry non-linearly.
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The first strand in the sequential design in my thesis is a quantitative study. The second
strand is qualitative and evolved from the analysis of the quantitative results. The third
strand (also qualitative) emerged from the data analysis of the second strand.
Inferences were then drawn between each strand to connect them together (Plano-Clark
& Ivancova, 2016). Following this, meta-inferences (also known as integration or
mixing of the methods) were developed by combining the analyses from all three stands
(Ivancova, 2015). Figure 2 illustrates the association between my paradigmatic
assumptions, theoretical foundations, conceptual framework and the research design.
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Figure 2 Thesis methodological approach
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Figure 2 Thesis methodological approach illustrating the association between my paradigmatic assumptions,
theoretical foundations, conceptual framework and the research design. The “roof” of the building represents
my overarching worldview which influenced how the theories, frameworks, strands, inferences, and metainferences were constructed. Note the use of lowercase and UPPERCASE to “weight” the inferences towards
the qualitative voice as suggested by Creswell and Plano-Clark (2018).

3.5.1

Strand 1.

The quantitative strand was situated within the organisational and community levels of
the social ecological framework where I systematically reviewed studies that had
objectively audited fitness centre accessibility for people with disability. I undertook
this investigation because evidence suggested that few people with disabilities
participate in physical activity at fitness centres due to social and environmental
barriers (Mulligan, Hale, Whitehead, & Baxter, 2012; Reklaitiene, Pozeriene, &
Ostaseviciene, 2016; Riley, Rimmer, Wang, & Schiller, 2008). A growing body of
international research has evaluated accessibility of fitness centres, and authors
researching in this field had emphasised the importance of synthesising this objective
data to determine where the barriers are and why they might exist (Green, 2011; Hiss &
Rauworth, 2007; Ramot, Lahav, & Bendel, 2010).
3.5.2

Strand 2.

My understanding about accessibility of fitness centres from the quantitative strand
would be incomplete without including information or knowledge and experiences
from those people to whom access to fitness centres matter (i.e., people with
disabilities/stroke). Therefore, the second strand qualitatively explored elements that
contribute towards or limit user-friendliness of fitness centres from the perspectives of
male stroke survivors. From a social ecological perspective, this strand of inquiry
explored the influences within organisational and community levels, from the male
stroke survivors’ intrapersonal contexts.
I chose a participatory action research (PAR) approach to include the voices of these
people (Creswell & Plano-Clark, 2018; Plano-Clark & Ivancova, 2016), to elaborate
upon, and to be able to compare or contrast their views and experiences with the
findings from the systematic literature review. PAR is a particularly useful approach
for a researcher situated in the transformative stance because it balances power by
allowing the voice of marginalised individuals to be heard (Creswell & Plano-Clark,
2018; Ivancova, 2015; McNiff, 2013; Mertens, 2009, 2010). In PAR, researchers and
participants engage in a collaborative cyclical process of planning, action and
reflection, to define, explore, understand and solve problems towards relevant and
meaningful change for the participants (Brydon-Miller, Kral, Maguire, Noffke, &
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Sabhlok, 2011; Ivancova, 2015; Kemmis & McTaggart, 2000; McIntyre, 2008). While
all aspects of the PAR cycle are important, the critical reflection component has been
recognised as playing a key role in facilitating change (Chiu, 2006). “In-action”
reflection facilitates the PAR group (the researcher and participants) to deconstruct
their learning experiences and challenges their assumptions, thereby developing new
knowledge, and thus altering perspectives and leading to future and/or further actions
(Delany & Watkin, 2009; Fook & Gardner, 2007). PAR may enhance the quality,
worth and relevance of the research and it can be an extremely empowering way for the
participants to take action for change (Ivancova, 2015; Kemmis & McTaggart, 2000;
McIntyre, 2008; McNiff, 2013; Reason & Bradbury, 2001).
There are several reasons why I selected PAR for this strand. As an outsider
researcher, I acknowledged the power imbalance between the participants and myself
(Mertens, 2009). The collaborative and inclusive nature of PAR ensured I could act
equitably and ethically (particularly with regard to the principles of autonomy, nonmaleficence, beneficence, respect and justice) (Dickson & Green, 2001; Hammel, 2007;
Mertens, 2009) throughout the research process. Due to the cyclical process of PAR, it
also allows the researcher to have sustained involvement with the participants. This is
crucial for building rapport, collaboration and trust (Baum et al., 2006; Kindon et al.,
2007; Mertens, 2009; Sixsmith, Boneham, & Goldring, 2003; Stoecker, 2008).
However, while I recognised and acknowledged the potential benefits of the PAR
approach for my inquiry (that it would allow me to collaborate with stroke survivors
rather than imposing a research process on them) I admit I did feel somewhat
apprehensive. As the notion of PAR is for participants to lead the project in the
direction they want to, I worried that my logistician personality traits (i.e., my liking for
structure, organisation and control) may negatively influence the process of inquiry. I
was also concerned that although I was not to be engaging with the participants as a
physiotherapist, they might feel my role within the research process was primarily as a
physiotherapist, or worse, as their physiotherapist, rather than as a collaborative partner
in the research. As a thesis candidate, I was also concerned that the participants may
consent to the research process to “help me out to get my degree,” rather than engaging
and owning the research because, the topic was meaningful and important for them.
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I also wished to use a PAR approach because it allows people with disability to have an
equitable voice, which in itself is empowering (Beresford, 2007; Brown, 2001; Kitchen,
2000; Mertens, 2009). Participatory action research is acknowledged to extend beyond
the individual with disability to address discrimination and inequities at a societal
human rights level (Barnes, 2012; Mertens, 2009). Indeed, international disability
documents and NZ governmental policies endorse the use of inclusive methodologies in
the disability field. In 2011, the World Report on Disability (World Health
Organisation, 2011) recommended researchers place people with disabilities at the
centre of their research to ensure that it is meaningful to them. The United Nations
Convention on the Rights of Persons with Disability is an international human rights
document adopted by the United Nations General Assembly in 2006 (Human Rights
Commission, 2012). Its primary purpose was to advocate for equal rights for people
with disabilities so they could participate in a society without barriers (Human Rights
Commission, 2012). Indeed, the NZ Health Strategy (Ministry of Health, 2016) and
NZ Disability Strategy (Ministry of Social Development, 2016) are national
governmental policies that endeavour to meet the Convention’s recommendations. Of
these two strategies, the NZ Disability Strategy, in particular, urges researchers to
acknowledge and value the lived experiences of people with disability through
collaboration in all aspects of the research process (Ministry of Social Development,
2016). Likewise, through this strategy, people with disability are also encouraged to be
involved in all aspects of their communities and participate in relevant decision making
to reduce inequality.
3.5.3

Strand 3.

During the data analysis of the second strand, I was intrigued to notice that the male
stroke survivors focused their discussions and reflections on the role of health
professionals and fitness instructors rather than their family members in supporting
them to participate in physical activity. This was particularly interesting when the
literature review of this thesis identified that family members can act as both a barrier
and an enabler for stroke survivors’ access to and participation in physical activity.
Nevertheless, many stroke survivors rely on their spouse or partner and other family
members for physical, cognitive, emotional and social support (Morris et al., 2015).
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Research from the family members’ perspectives emphasises that stroke survivors and
particularly their partners feel vulnerable when transitioning out of care and back into
the community (Lawrence, Kerr, Watson, Paton, & Ellis, 2010). One of the main
problems partners of stroke survivors report which increases their anxiety is their
perception of either a lack of information or conflicting information provided by health
professionals about returning to community life after stroke (Eames, Hoffman, Worrall,
& Read, 2010; Ellis-Hill et al., 2009; Gosman-Hedstrom & Dahlin-Ivanoff, 2012;
Greenwood & MacKenzie, 2010; Hafsteinsdottir, Vergunst, Lindeman, & Schuurmans,
2011; Quinn, Murray, & Malone, 2014; Saban & Hogan, 2012).
Therefore, I situated the final strand of this thesis inquiry in the interpersonal level of
the social ecological framework. I used PAR as the methodological approach where I
first explored support persons attitudes towards physical activity both personally and
for male stroke survivors. I was also interested to investigate the support person’s
perceptions of barriers and enablers for them encouraging stroke survivors to engage in
physical activity. Second, I engaged collaboratively with the support persons to
develop an educational resource specifically for family members of stroke survivors.
The aim of the educational resource was to educate, guide and empower family
members to support and encourage stroke survivors to access and participate in
physical activity.
I chose a PAR approach for this strand because I felt it important to use an inclusive
approach to understand support persons perspectives and experiences about how they
encourage and support physical activity for male stroke survivors. The cyclical process
of planning, acting and reflections over time informed the content for the educational
health resource. Research suggests that health professionals provide information and
education that they think is best but which does not always match the patients or family
members’ views (Ellis-Hill et al., 2009). Therefore, I was conscious that I needed to
use a research approach that balanced the power between the support persons and
myself as a health professional and researcher. Using PAR in this way may enhance
the quality and validity of the educational resource because it was developed by family
members for family members of stroke survivors (i.e., for those to whom it matters)
(Ehde et al., 2013; Mulligan, Wilkinson, Lusty, Delorme, & Bong, 2015). Health
professionals collaborating with consumers, where all members of the PAR group
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actively participate, may improve the uptake of information because the content is
meaningful to the consumer (Eames et al., 2010; Ehde et al., 2013; Hafsteinsdottir et
al., 2011; Smith, Forster, & Young, 2009; Teasel et al., 2014). Studies in the health and
disability field that have used PAR to develop educational health resources have found
this approach to be meaningful and empowering for health professional researchers and
the participants (Allison, Evans, Kilbride, & Campbell, 2008; Mulligan et al., 2015).
Indeed, Mulligan et al’s (2015) participants with multiple sclerosis who engaged in
PAR to develop an educational resource felt that their voice was valued. Furthermore,
the participants expressed a sense of accomplishment that their “actions” in the research
process had produced a resource that may be helpful for other individuals with multiple
sclerosis.
3.6

Methodological Rigor

Creswell and Plano-Clark (2018) and Ponterotto et al (2013) suggest a combination of
quantitative and qualitative methods are useful to explore power imbalances in
participatory social justice research within a transformative epistemology. With this in
mind, a variety of strategies that span quantitative and qualitative research methods are
needed to ensure methodological rigour in a mixed methods inquiry (Carter, BryantLukosius, DiCenso, Blythe, & Neville, 2014). I describe and discuss the
methodological rigor of the quantitative and qualitative strands below.
3.6.1

Strand 1: Quantitative systematic review.

I selected the Preferred Reporting Items for Systematic Reviews and Meta-analyses
(PRISMA) statement (Higgins & Green, 2011; Liberati et al., 2009) because they
offered an in-depth explanation for conducting and reporting on the methodological
rigor of systematic reviews with and without meta-analysis. Although the
recommended statement to produce a valid and reliable systematic review of
observational cross-sectional (analytical or descriptive) studies is the Meta-analysis of
Observational Studies in Epidemiology (MOOSE) statement (Stroup et al., 2000), I
elected not to use this guideline primarily because it did not elaborate on its content.
Second, I was unable to perform a meta-analysis due to the heterogeneous nature of the
studies (Higgins & Green, 2011; Joanna Briggs Institute, 2014). A comprehensive
explanation of the methods that enhanced methodological rigor in the systematic review
(i.e., eligibility criteria, information sources, search strategy, data collection and
47

extraction procedures, risk of bias critical appraisal of the studies, and data analysis
procedures) are detailed in Chapter 4. To further enhance transparency and credibility
and minimise reporting bias of the study outcomes, I registered the systematic review
protocol apriori in PROSPERO (University of York PROSPERO) (ID:
CRD42016043945) (Sideria, Papageorgioub, & Eliadesb, 2018; Stewart & Liabo,
2012) (Appendix 2).
3.6.2

Strands 2 and 3: Qualitative participatory action research studies.

To enhance the methodological rigor of the two qualitative PAR strands in this thesis I
used a variety of strategies within the four constructs of trustworthiness (credibility,
confirmability, dependability and transferability) recommended by Lincoln, Lynham,
and Guba (2011) and first described by (Guba, 1981), then extended in Shenton’s
(2004) discourse. Each of these categories of methodological rigour (or constructs of
trustworthiness) and corresponding strategies that I used are identified in Table 3.1. All
of the strategies of methodological rigor I employed except two (i.e., triangulation and
member checking) sit within a transformative paradigm as outlined by Creswell and
Miller (2000). Although member checking and triangulation align with a postpositivist epistemology, I have included these strategies within this thesis because they
are important in mixed methods inquiry. I will discuss each of the strategies in further
detail below.
Table 3.1 Categories of methodological rigour in qualitative studies
Categories of
Methodological Category definitions
Rigour (Guba, (Ivancova, 2015, p.
1981; Shenton, 266)
2004)

Credibility

Strategies employed in thesis

The extent to which the
findings are believable
and promote
confidence in their
“truth.”
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Reflexivity
Triangulation – methodological and
investigator
Member checking
Prolonged time with the study participants
Peer debriefing

Categories of
Methodological Category definitions
Rigour (Guba, (Ivancova, 2015, p.
1981; Shenton, 266)
2004)

Strategies employed in thesis

Confirmability

The extent to which the
findings are shaped by
the participants’ views
and not researcher’s
bias.

Reflexivity
Methodological triangulation
Comprehensive data collection and analysis
procedures recorded

Dependability

The extent to which the
findings are consistent
and could be repeated.

Methodological triangulation
Comprehensive data collection procedures
and data analysis recorded

Transferability

The extent to which the
findings are applicable
to other contexts.

Comprehensive data collection procedures
recorded

In qualitative research, researchers bring their own values, opinions, preconceptions
and biases to the research environment (Malterud, 2001) which shape their choice of
methodology, methods and how they interpret the data (Creswell & Miller, 2000; Fook
& Gardner, 2007; Malterud, 2001; Mays & Pope, 2000). The boundaries between the
researcher and participants can become blurred, meaning it can be difficult for the
researcher to remain subjectively or objectively detached from the data (Mays & Pope,
2000). Engaging in reflexivity enhances methodological rigor (credibility and
confirmability) by allowing the researcher to gain insight to their personal
preconceptions, assumptions and motivations, which then helps to reduce the influence
of the researcher’s context when they construct and interpret the data (Berger, 2015;
Carlson, 2010; Fossey et al., 2002; Ivancova, 2015; Nicholls, 2009; Tufford &
Newman, 2010). I used three reflexivity strategies to confront my attitudes and beliefs
throughout the qualitative strands of the thesis. First, prior to commencing the thesis, I
outlined my personal and professional characteristics (described with researcher
positionality earlier in this chapter). Second, before I commenced each of the
qualitative strands, I recorded my preconceptions and assumptions particular to the
topic of inquiry. I have described these alongside each of the qualitative strands in later
chapters. Finally, throughout data collection I kept a reflexive journal of my thoughts
and experiences using Fook and Gardner’s (2007) critical reflection framework as a
guide (see Appendix 3). Reflexive journaling is acknowledged to deepen the
49

researcher’s understanding thereby keeping their preconceptions at the forefront during
data collection and analysis so the participants’ voice can emerge and flourish beyond
the researcher’s constructions (Tufford & Newman, 2010).
Methodological triangulation is fundamental to mixed methods research (Heale &
Forbes, 2013; Ivancova, 2015; Thurmond, 2001; Torrance, 2014) and enhances
credibility, confirmability and dependability by combining more than one data
collection approach or method to investigate the phenomenon of inquiry (Ivancova,
2015). Heale and Forbes (2013) and Thurmond (2001) identify two types of
methodological triangulation. These include “between strand” and “within strand”
triangulation. Between strand triangulation is a fundamental rationale behind mixed
methods research (Ivancova, 2015; Torrance, 2014) and enhances rigor through the use
of quantitative and qualitative data collection procedures. I have applied this strategy
of triangulation by obtaining quantitative data in the systematic review and qualitative
data from strands two and three. “Within strand” methodological triangulation uses
different data collection methods (such as individual interviews and focus groups)
within the same study. In this thesis, I have engaged participants in both individual
interviews and focus groups in strands two and three. In addition, I also collected data
in the form of mind maps in Strand 3. Employing both types of methodological
triangulation would therefore strengthen and optimise the comprehensiveness of the
phenomenon being explored (Creswell & Miller, 2000; Denzin, 2012; Giacomini &
Cook, 2000; Heale & Forbes, 2013; Mays & Pope, 2000; Patton, 2002; Shenton, 2004;
Torrance, 2014). Using multiple data collection methods allows the researcher to
compare, contrast, confirm and interpret the data from many different angles and
perspectives (Carlson, 2010; Carter et al., 2014; Fossey et al., 2002; Heale & Forbes,
2013; Ivancova, 2015; Mays & Pope, 2000; Shenton, 2004; Thurmond, 2001).
Investigator triangulation is a valuable strategy that enhances credibility by using
independent researchers to cross check and confirm the data interpretation (Barbour,
2001; Carlson, 2010; Thurmond, 2001). Members of my research team independently
crosschecked the coded data, themes and descriptions in the two qualitative strands
within this thesis. To do this, I provided each independent coder with a clean version
of the raw text along with the coding template, themes and accompanying descriptions
that I had created during data analysis. The independent coder matched the themes
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from the coding template with sections of the text. Further, I met with the research
team at regular intervals during each of the qualitative strands to discuss and refine the
codes, themes and accompanying descriptions to ensure they reflected the context of
the raw data (Barbour, 2001; Thomas, 2006).
I actively involved the participants in member checking in the two qualitative strands of
this thesis. I presented each participant with a hard copy of the drafted themes, subthemes and their accompanying meanings at subsequent group meetings. I invited the
participants to make any comments they wished, either during the group meeting or
between group meetings in any format they wished (e.g., telephone conversation, email
or return of the hard copy with their accompanying written notes) so that they could
accept or refine the themes. I felt it was particularly important to offer multiple formats
of member checking so that the participants with stroke (who for example found
writing challenging or impossible) were not excluded from sharing their perspectives
because of their impairment. Although collaborative engagement with participants
helps reduce researcher bias (Ivancova, 2015), member checking remains an important
strategy to enhance credibility for an “outsider” social justice researcher within a
transformative epistemology (Berger, 2015; Torrance, 2014). Member checking
ensures the outsider researcher’s interpretation of the data is a fair, accurate and
authentic account of the participants’ views and experiences (Creswell & Miller, 2000;
Giacomini & Cook, 2000; Ivancova, 2015; Mays & Pope, 2000; Shenton, 2004).
To strengthen the credibility of the qualitative strands further, I used two additional
strategies. First, I engaged and collaborated with the participants in each of the
qualitative strands for approximately eight months. Prolonged engagement and
collaboration could allow the outsider researcher to establish a deeper connection with
the participants, which is based on mutual trust, and respect (Dickson & Green, 2001).
Further, if the participants feel at ease, they are more likely to feel empowered to
disclose their genuine perspectives and experiences (Creswell & Miller, 2000). In
addition, sustained engagement can enable the researcher to continually challenge their
preconceptions and assumptions, thereby ensuring the data is interpreted with the
participants’ voice at the fore (Fossey et al., 2002). Second, I engaged with my
research team in peer debriefing. Peer debriefing enhances credibility through a “third
party” whose role is to challenge the researcher’s methods and methodological
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rationales, their perspectives, attitudes and assumptions and their data interpretation
(Creswell & Miller, 2000).
Recording comprehensive data collection and analysis procedures enhanced the
confirmability, transferability and dependability of the qualitative strands. Providing
thick and rich description allows the reader to understand, interpret and judge the
researcher’s methods, consider if the authenticity of the participants’ voice is fair and
balanced, and decide if the findings are transferable to other settings or situations
(Carlson, 2010; Creswell & Miller, 2000; Mertens, 2009; Ponterotto et al., 2013).

52

Chapter 4
4.1

Strand 1: Systematic Review

Chapter Overview

This chapter presents the first strand of the mixed methods inquiry for this thesis, which
is situated within the organisational and community levels of the social ecological
framework. Here, I systematically reviewed studies that quantitatively audited the
accessibility of fitness centres for people with disability. I build on my personal
experiences described in the prologue and evidence presented in the introduction and
literature review, to provide further explanation and justification for choosing to
explore fitness centre accessibility. Currently there are no published peer reviewed
studies that have quantitatively explored fitness centre accessibility for stroke survivors,
hence my decision to investigate this topic with a wider disability population. Note that
the study on which this chapter is based has been published in the Disability and Health
Journal (Calder, Sole, & Mulligan, 2018). I chose to submit this investigation in the
Disability and Health Journal because it publishes research that explores health and
disability from a global perspective.
4.2

Introduction

Participation in physical activity for people with disabilities (such as stroke survivors)
has substantial benefits to reduce lifestyle and secondary conditions (Rimmer, Chen, &
Hsieh, 2011; Santiago & Coyle, 2004) and positively influence healthy well-being (van
der Ploeg, van der Beek, van der Woude, & van Mechelen, 2004). Many people with
disabilities however, demonstrate very low levels of physical activity (Martin, 2013) to
the point where they do not meet the recommended guidelines. The American College
of Sports Medicine exercise management for persons with chronic diseases and
disabilities recommend individuals with disabilities engage in, “(a) large muscle
aerobic activities, 4-5 days/week for a duration of 40 minutes at a moderate intensity;
(b) muscle strengthening through functional gravity based activities and/or weight
training 2-3 days/week of 8-12 repetitions. A minimum 4 kg weight is recommended
for muscle strengthening activities at an intensity of 50-70% 1RM; and (c) flexibility
(static stretching) activities 3 days/week for 10-15 minutes.” (Moore, Durstine, &
Painter, 2016, p. 21)

53

Indoor fitness centres could be an ideal environment for individuals with disability to
participate in physical activity. The indoor aspect effectively eliminates the barrier of
exercising in adverse weather conditions (Rimmer, Riley, Wang, Rauworth, et al.,
2004). Fitness centres are available to the public in community settings and allow
individuals with disability to include cardiovascular fitness and strength training into
their exercise programmes. These types of exercise are recommended aspects of
physical activity for this population group (Billinger et al., 2014). Fitness centres could
also provide opportunities for social engagement and an atmosphere where individuals
with disabilities could feel safe, supported, valued and accepted (Rimmer, 1999).
Furthermore, as men strongly identify with masculine ideations where their
predominant focus is on physical embodiment (i.e., strength and power), fitness centres
could be suitable places for sustained participation in physical activity for male stroke
survivors. However, very few people with disabilities (including stroke survivors) who
demonstrate self-efficacious behaviours towards being physically active participate in
physical activity at fitness centres, primarily due to social (attitudinal) and
environmental barriers (Mulligan et al., 2012; Riley et al., 2008).
A lack of knowledge and understanding about disability issues (e.g., by family
members, friends, able-bodied members of society, fitness centre staff, building
professionals and health professionals) can create social barriers to access and
participation at fitness centres (Martin-Ginis, Latimer-Cheung, & Rimmer, 2016). In
addition, people with disabilities report feeling unsupported by the attitudes of health
professionals, fitness centre staff and, at times, family members and friends (MartinGinis et al., 2016; Mulligan et al., 2012) which creates further disincentives for them to
participate in physical activity (Rimmer, Riley, Wang, & Rauworth, 2005). Attitudes
of fitness centre staff (particularly management) can lead to barriers in system access.
System access refers to organisational factors (Rimmer, Lai, & Young, 2016) such as
fitness centre policies, programs that are offered, membership costs and staff training
(Bullock & Mahon, 2001). Indeed, research suggests that fitness centre staff have
insufficient training and knowledge about disability specific conditions (French &
Hainsworth, 2001; Lyberger & Pastore, 1998; Martin-Ginis et al., 2016; Mulligan et al.,
2012; Rimmer, Riley, Wang, & Rauworth, 2004).

54

The built environment can present barriers to participation in physical activity
(Mulligan et al., 2012; Rimmer & Rowland, 2008). People with disabilities consider
poorly built environmental accessibility as the primary barrier to engagement in
physical activity at fitness centres (Rimmer et al., 2011; Rimmer & Rowland, 2008;
Rolfe, Yoshida, Renwick, & Bailey, 2012). Inaccessibility of the building (i.e.,
physical access (Rimmer et al., 2016)) such as inaccessible entranceways and bathroom
facilities are common obstacles that people with disabilities encounter. Inaccessible
equipment is another hurdle where most fitness centres lack adaptable equipment to
meet the needs of people with disabilities (Rimmer, 2005). There is often a lack of
space around the equipment (Rolfe et al., 2012) which can create safety issues or can
prevent transfer to and use of equipment (Mulligan et al., 2012; Rimmer, 2005).
It is a basic human right for people with disabilities to experience equitable access and
participate in their environment without restrictions or discrimination (Bromley,
Matthews, & Thomas, 2007; Human Rights Commission, 2012). New Zealand ratified
their commitment to the United Nations Convention on the Rights of Persons with
Disabilities (Disability Convention) in 2008 (as mentioned in Chapter 3) ((Human
Rights Commission, 2012, 2019). Compliance with the Disability Convention requires
the NZ Government to, “take appropriate measures towards ensuring all facilities and
services provided to the public are accessible to disabled persons on the same basis as
others” (Human Rights Commission, 2014, p. 36). New Zealand seeks to uphold this
requirement through building compliance legislation which includes the Human Rights
Act of (1993), the NZ Building Act (2004), and the NZ Building Code (2014). In
addition, NZ has an accessibility standard (NZS:4121 Design for Access and Mobility
(Standards New Zealand, 2001)) which sets out specifications for disability access that
building professionals (e.g., architects and builders) can choose (i.e., it is not
mandatory) to use to comply with the NZ Building Code ((Human Rights Commission,
2012, 2014).
Other countries have introduced legislation to prevent discrimination against people
with disabilities. The United States of America (USA) led the world through the
inception of the Americans with Disabilities Act (ADA) in 1991. Two decades after
the ADA, the World Health Organisation (WHO) report on disability encouraged
researchers to focus on ways to measure environmental influences on disability in a
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variety of contexts (World Health Organisation, 2011) (e.g., evaluation of physical
barriers to participation such as fitness centre accessibility).
There is a growing body of international research (predominantly from the USA) that
has evaluated physical and system access of fitness centres against the ADA
compliance legislation. Green (2011), Hiss and Rauworth (2007) and Ramot, Lahav
and Bendel (2010) have emphasised the importance of synthesising accessibility audit
data from research studies to determine where the barriers are and why they might
exist. Understanding accessibility barriers may allow development or
recommendations for more inclusive and equitable access to fitness centres so that
people with disabilities can participate in physical activity with independence, dignity
and autonomy. Therefore, the purpose of this study was to systematically review and
synthesise the research that has evaluated fitness centre accessibility.
4.3

Methods

4.3.1

Protocol and registration.

A protocol for this systematic review was registered apriori in PROSPERO (University
of York, 2016) (ID: CRD42016043945). I chose prospective registration for this
systematic review to avoid unintended duplication, enhance transparency and
credibility, and minimise reporting bias of the study outcomes (Sideria et al., 2018;
University of York, 2016).
4.3.2

Search strategy.

In March 2017, I systematically searched electronic databases (AMED 1985 to March
2017, CINAHL, Embase 1947 to March 2017), Ovid MEDLINE (R) 1946 to March
2017, ProQuest Dissertations & Theses, Scopus, SPORTDiscus, TRIP database, and
Web of Science Core Collection), web based search engines (Google scholar) along
with hand searching reference lists of relevant studies. The search was limited to
studies published in the English language and their full text availability. I searched all
of these resources using key search terms and associated synonyms for fitness centres,
people with disability and accessibility (see Table 4.1 and Appendix 4).
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4.3.3

Populations
People with disabilities
disabled persons (MeSH)
OR disabled person*.tw
OR disabled people.tw
OR people with disabil*.tw
OR persons with disabil*.tw
OR physically disabled.tw
OR people with mobility
impairment*.tw
OR people with neurological
impairment*.tw
OR people with spinal cord
injur*.tw
OR people with multiple
sclerosis.tw
OR people with stroke.tw
OR stroke survivor*.tw
OR wheelchair user*.tw

AND

Fitness centres
fitness centres (MeSH)
OR fitness centre*.tw
OR fitness center*.tw
OR fitness facilit*.tw
OR health club*.tw
OR wellness centre*.tw
OR wellness center*.tw
OR leisure centre*.tw
OR leisure center*.tw
OR recreational sport
centre*.tw
OR recreational sports
center*.tw
OR “fitness and recreational
sports centre*”.tw
OR “fitness and recreational
sports center*”.tw
OR physical activity
centre*.tw
OR physical activity
center*.tw
OR gymnasium*.tw
OR aquatic center*.tw
OR aquatic centre*.tw
OR aquatic facilit*.tw
OR swimming pools
(MeSH)
OR swimming pool*.tw

AND

Table 4.1 Search strategy
Outcomes
Accessibility
Architectural accessibility
(MeSH)
OR facility access.tw
OR inclusive access.tw
OR usabil*.tw
OR access*.tw
OR compliance.tw
OR checklist.tw
OR survey.tw
OR accessibility
instruments measuring
fitness and recreation
environments.tw
OR AIMFREE.tw
OR “accessibility
guidelines checklist for
buildings and facilities”.tw
OR ADAAG checklist.tw
OR ADA checklist.tw
OR community health
environment checklist.tw
OR CHEC-Fit.tw
OR CHEC-M.tw
OR “removing barriers to
health clubs and fitness
facilities accessibility
survey”.tw
OR “health empowerment
zone environmental tool
shortened environmental
checklist fitness centre
survey”.tw

Data collection procedures.

I included observational cross-sectional (analytical or descriptive) published studies and
postgraduate theses/dissertations, which used standardised measures to evaluate the
accessibility of indoor fitness centres that were open to the public (i.e., not for private
use). Studies or theses that specifically evaluated therapeutic facilities (e.g., fitness
centres at rehabilitation hospitals) were excluded because it has been suggested that
these facilities report a much higher degree of accessibility (Rimmer, Riley, Wang, &
Rauworth, 2004) and they are usually not open to the public without specific referral
from a healthcare professional. Public buildings not related to pursuing recreational,
sporting or exercising activities (e.g., banks, restaurants, cinemas), and studies and
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theses that explored the subjective perceptions or views by people with disability about
accessibility of fitness centres were also excluded.
An academic colleague and I independently screened titles and abstracts against the
predetermined eligibility criteria. Then, full texts of potentially relevant studies and
theses were obtained and screened against the eligibility criteria. If there were multiple
reports of the same studies (i.e., thesis/dissertation and associated peer reviewed
published journal article), both were included for review. The academic colleague and
I then independently determined which studies would be included. Any discrepancies
were discussed together until consensus was reached.
4.3.4

Data extraction procedures.

I independently extracted the data. Extracted data pertained to country and location of
where the study was undertaken, sample size, fitness centre description, facility
construction or renovation dates, evaluation instruments and facility evaluators (see
Appendix 5). Data from multiple reports of the same study were extracted separately
from each publication source and then combined. I contacted authors of studies for
missing data. One of my supervisors independently verified the data extraction for ten
percent of the included studies.
4.3.5

Methodological quality.

To date there are no gold standard critical appraisal tools to assess the methodological
quality for observational analytical or descriptive cross-sectional studies (Zeng et al.,
2015). The main limitations of cross-sectional studies include selection bias and
confounding bias (Joanna Briggs Institute, 2014), therefore a checklist that included
these aspects was essential. I developed a list of appraisal tools that could be suitable
for assessing the methodological quality of observational cross-sectional studies (see
Appendix 6).
I chose the checklist developed by Downs and Black (1998) for randomised and nonrandomised studies to assess the methodological quality of the studies for three reasons.
First, the original Downs and Black instrument has undergone psychometric analysis
for items of reliability (test-retest reliability (r = 0.88) and inter-rater reliability (r =
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0.75) and (internal consistency (KR-20 = 0.89)), external validity (KK-20: 0.54) and
criterion validity (0.89 correlation). Second, it included items that evaluate selection
bias and confounding bias. Finally, the Downs and Black (1998) checklist provided
clear instructions on how to score the items. One limitation of the Downs and Black
(1998) critical appraisal tool is it is a scale rather than a checklist (despite the authors
calling it a checklist). Using “scales” as appraisal tools is discouraged because they
encourage reporting of the overall percentage of methodological quality, rather than
show explicitly where the particular areas of bias occur (Higgins & Green, 2011).
I modified the Downs and Black’s (1998) critical appraisal checklist for this systematic
review. To do this, I selected items 1-3, 6, 7, 10-12, 18, 20-22, and 25 directly from the
original version of the checklist, judging that they best represented the limitations likely
attributed to observational cross-sectional studies. Confounders were established a
priori and included (a) studies where fitness centre staff self-evaluated their own
facility or (b) if individuals with diverse disabilities evaluated the fitness centres
because of the potential for differing personal perspectives and experiences of
disability. I also included item 13 to suit the external validity of the studies under
review (see Appendix 7).
One of my supervisors and I independently appraised each study and/or thesis. We met
to discuss and resolve any discrepancies until consensus was reached. I set a
predetermined threshold of ≥ 75% to indicate high methodological quality. Although
the Downs and Black checklist instructions do not provide cut-points for
methodological quality, two studies (who also used this checklist) have used ≥ 75% to
indicate high methodological quality (Mani, Milosavlijevic, & Sullivan, 2010; Mesbah,
Perry, Hill, Kaur, & Hale, 2017). In addition, I calculated the inter-rater agreement
(percentage agreement) and inter-rater reliability (Cohen’s Kappa statistic) of the
methodological quality scores to determine the raw percentage agreement and
agreement that could occur by chance between the two independent appraisers (Gisev,
Bell, & Chen, 2013; McHugh, 2012). To accompany the Cohen’s Kappa statistic, I
calculated the standard error and 95% confidence intervals.
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4.3.6

Data analysis.

I analysed the data using descriptive statistics. I calculated the weighted mean
percentage per domain of accessibility (e.g., access routes and entranceways,
equipment, bathrooms) to accommodate varying sample sizes across the studies/theses.
Studies and theses that provided a narrative explanation of accessibility barriers
alongside the quantitative objective accessibility score data were summarised.
4.4

Results

Eighteen studies were included for review (11 published studies (Arbour-Nicitopoulos
& Ginis, 2011; Cardinal & Spaziani, 2003; Dolbow & Figoni, 2015; Figoni et al., 1988;
Gross, Kroll, & Morris, 2013; Johnson, Stoelzle, Finco, Foss, & Carstens, 2012; Nary,
Froehlich, & White, 2000; Pike, Walker, Collins, & Hodges, 2008; Rimmer,
Padalabalanarayanan, Malone, & Mehta, 2017; Rimmer et al., 2005; Stoelzle & Sames,
2014) and seven theses (Aldimkhi, 2009, 2015; Arbour, 2008; Koh, 2009; Laiser, 2012;
Langley, 2013; Stoelzle, 2012)) (see Figure 3). I combined the data of two published
studies that had accompanying theses. Therefore, a sample of sixteen studies and/or
theses (now to be referred to as ‘studies’) underwent critical appraisal for
methodological quality.
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Figure 3 PRISMA flow chart for study selection process

4.4.1

Methodological quality.

The methodological quality of included studies and theses ranged from 62-100% (see
Table 4.2). Over half of the studies (n = 10) had missing data. I could only contact
four of the 10 study authors with missing data because the remaining six studies did not
provide author contact information. Two of the four authors replied offering further
information.
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Table 4.2 Methodological quality of the studies
Modified Downs and Black (1998) items and score
Study

Reporting

External validity

Internal validity

Total

%

1

2

3

6

7

10

11

12

13

18

20

21

22

25

Aldimkhi (2009)

Y

Y

Y

Y

Y

NA

N

UTD

Y

Y

Y

Y

UTD

Y

10/13

77

Aldimkhi (2015)

Y

Y

Y

Y

Y

Y

Y

Y

Y

Y

Y

Y

Y

UTD

13/14

93

Y

Y

Y

Y

Y

Y

Y

Y

Y

Y

Y

Y

Y

Y

14/14

100

Cardinal & Spaziani (2003)

Y

Y

Y

Y

N

NA

UTD

UTD

Y

Y

Y

Y

Y

Y

10/13

77

Dolbow & Figoni (2015)

Y

Y

Y

Y

N

NA

Y

Y

Y

Y

Y

Y

UTD

Y

11/13

85

Figoni et al (1998)

Y

Y

Y

Y

N

NA

Y

Y

Y

Y

Y

Y

Y

UTD

11/13

85

Gross et al (2013) *

Y

Y

N

Y

Y

NA

UTD

UTD

Y

Y

Y

UTD

UTD

Y

8/13

62

Johnson et al (2012)

Y

Y

Y

Y

N

NA

Y

Y

Y

Y

Y

Y

Y

Y

12/13

92

Koh (2009)

Y

Y

Y

Y

Y

NA

N

N

Y

Y

Y

Y

Y

Y

11/13

85

Laiser (2012)

Y

Y

Y

N

Y

Y

UTD

UTD

Y

Y

Y

Y

Y

Y

11/14

79

Langley (2013)

Y

Y

Y

Y

Y

Y

UTD

UTD

Y

Y

Y

Y

UTD

Y

11/14

79

Nary et al (2000)

Y

Y

Y

Y

N

NA

Y

Y

Y

Y

Y

Y

Y

Y

12/13

92

Arbour-Nicitopoulous & MartinGinis (2011)
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Modified Downs and Black (1998) items and score
Study

Reporting

External validity

Internal validity

Total

%

1

2

3

6

7

10

11

12

13

18

20

21

22

25

Pike et al (2008)

Y

Y

Y

Y

Y

Y

Y

Y

Y

Y

Y

Y

Y

Y

14/14

100

Rimmer et al (2005) *

Y

Y

Y

Y

N

NA

N

UTD

Y

Y

Y

UTD

Y

Y

9/13

69

Rimmer et al (2017)

Y

Y

Y

Y

Y

Y

UTD

N

Y

Y

Y

Y

Y

Y

12/14

86

Stoelzle & Sames (2014)

Y

Y

Y

Y

N

NA

Y

UTD

Y

Y

Y

Y

Y

Y

11/13

85

Note. * = studied excluded from review due to poor methodological quality; Downs and Black items: 1 = study objective clearly described; 2 =
main outcome measures clearly described; 3 = patient characteristics clearly described; 6 = main study findings clearly described; 7 = random
variability in the data for main outcome measures provided; 10 = probability values reported for main outcome measures; 11 = participants
representative of population they were recruited from; 12 = subjects prepared to participate representative of entire population from which they
were recruited; 13 = Facilities representative of a fitness centre open to the public; 18 = appropriate statistical tests; 20 = main outcome measures
accurate and valid; 21 = fitness centres recruited from same population; 22 = were fitness centres recruited over the same period of time; 25 =
adjustment for confounding; N = no; Y = yes; UTD = Unable to determine
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Deficiencies were noted across all three aspects of the Downs and Black (1998)
checklist (reporting, external validity and internal validity); however, threats to
methodological quality primarily occurred within the external validity category. Several
studies did not specifically state (a) whether fitness centres were representative of the
entire population from which they were recruited (n = 6) or (b) the proportion of fitness
centres the authors asked and who agreed to participate (n = 7). Selection bias was
present in three studies due to purposive sampling strategies. Threats to internal validity
occurred to a lesser extent. Five studies failed to report the period of time over which
the fitness centres were recruited or underwent evaluation. Confounding bias occurred
in two studies; one study did not report who evaluated the fitness centres, and in the
other study, people with disabilities carried out the evaluations. In the reporting
category, six studies did not provide estimates of the random variability of the data (i.e.,
interquartile ranges, standard error, standard deviations or confidence intervals).
I calculated the inter-rater agreement between the two independent appraisers (see
Appendix 8). The percentage agreement was “almost perfect” at 90%; however, the
level of agreement that may have occurred by chance (calculated by Cohens Kappa
statistic) was moderate (κ = 0.67; 0.54 - 0.81 95% CI). The majority of disagreement
occurred in items 11, 12, and 25 of the Downs and Black (1998) critical appraisal tool.
This was due to the appraisers interpreting the scoring instructions slightly differently.
For example, for item 25 (i.e., adjustment for confounding), one appraiser answered
“no” if the fitness centres were evaluated by a person with disability because they were
likely to answer the subjective questions differently depending on their disability.
However, the second appraiser answered “yes” as they felt if the disabled evaluators of
the facilities had undergone clearly described training, then it was not a confounder.
Two studies (Gross et al (2013) and Rimmer et al (2005)) did not attain the
predetermined ≥ 75% threshold so were excluded from the review. Excluding these
two studies did not change the outcome of the review because neither of these studies
reported percentage mean data. Therefore, I would not able to include their results in
the descriptive data analysis.

64

4.4.2

Demographics of included studies.

A total of 533 fitness centres were evaluated for accessibility across the 14 remaining
studies. The number of fitness centres evaluated per study ranged from 3-227 (median
of 20). The demographics of included studies are shown in Table 4.3.
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Table 4.3 Demographics of the included studies (observational cross-sectional (analytical or descriptive) studies and theses)
Author/s
Date

Region/s,
Country
Legislation

Sample
size

Construction and/or
renovation dates of
fitness centres

Facility description
(inclusion/exclusion criteria)

Instrument, domains evaluated and fitness
facility evaluators
AIMFREE professional version

Kuwait
Aldimkhi
(2009)

Kuwaiti Law
No.49 article 12
(1996)

12




Fitness centers and health clubs
Categorized based on membership
cost: expensive (n=11); moderate
(n=13); inexpensive (n=36)

Not stated

Domains: Access routes and entrance areas,
equipment, locker rooms/showers, hot
tubs/whirlpools/saunas/steam rooms, elevators,
bathrooms, swimming pools, water fountains
Evaluator: Study author

Aldimkhi
(2015)

Al-Ahmadi, AlAsimah, AlFarwaniyah,
Hawalli
Governorates;
Kuwait
Kuwaiti Law
No. 8 (2010)



20




Type: Men only (n=10); women
only (n=1); mixed gender (n=6)
Membership: 150-2000 (n=10);
2001-10,000 (n=10)
Membership fee per annum
(USD): $500-1500 (n=12); $15015000 (n=8)
Number of floors: 1-2 (n=11); 3-5
(n=9)
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AIMFREE consumer version
Facility construction dates
 2000-2006 (n=10)
 2007-2014 (n=10)
 8 facilities opened
between 2010 and
2014

Domains: access routes and entrance areas, locker
rooms/showers, hot tubs/whirlpools/saunas/steam
rooms, equipment, information/signage, elevators,
bathrooms, programs, professional behavior,
swimming pool, parking
Evaluators: Consumers with disability (eight
wheelchair users, two used walking stick)

Author/s
Date

Region/s,
Country
Legislation

Sample
size



Arbour (2008)
and
ArbourNictipoulos &
Martin-Ginis
(2011)

Cardinal &
Spaziani
(2003)

HamiltonWentworth area,
Ontario; Canada
The
Accessibility for
Ontarians with
Disabilities Act
(AODA) (2005)

44

American
Disabilities Act
Titles II & III
(1991)

50

Fitness centers, recreation centers
and community swimming pool
facilities

Types
 Private for-profit
o Fitness centers (74%)
o Recreation centers (0%)
o Swimming pools (0%)
 Public non-profit
o Fitness centers (26%)
o Recreation centers (100%)
o Swimming pools (100%)



Western Oregon;
USA

Construction and/or
renovation dates of
fitness centres

Facility description
(inclusion/exclusion criteria)




Physical activity facilities that are
open to men and women
Type: franchise/chain, hospital,
non-profit, private, worksite
Membership: 100->10,000
individuals
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Facility construction dates
 ≤1999: recreational
(n=22); fitness (n=8)
 ≥2000: recreational
(n=3); fitness (n=7)
Accessibility renovation
changes
 Yes: recreational
(n=17); fitness (n=9)
 No: recreational
(n=8); fitness (n=9)
Facility construction dates
 Mean year 1975 (95%
CI 1968-1981)
Renovation
 42 facilities renovated
more than once
between 1983-2001
 Mean year of
renovation 1995 (95%
CI 1993-1997)

Instrument, domains evaluated and fitness
facility evaluators

AIMFREE professional version
Domains: parking, access routes and entrance
areas, bathrooms, elevators, locker
rooms/showers, equipment, policies, programs,
professional training/support, swimming pools
Evaluators: Principal investigator and three
researchers trained by principal investigator

76 item checklist adapted from McClain et al
(1990, 1993) and Figoni et al (1998).
Domains: customer service desk, access to and
around equipment, drinking fountains, telephones,
rest rooms/locker rooms, elevators, path of travel,
exterior entrances/doors, ramps, parking
Evaluator: 2nd author with expertise in ADA
guidelines and work experience in the
fitness/wellness industry

Author/s
Date

Dolbow &
Figoni (2015)

Region/s,
Country
Legislation
Hattiesburg
Metropolitan
area,
Mississippi;
USA

Sample
size



10




Kansas City
Metropolitan
Area; USA
American
Disabilities Act
Titles II & III
(1991)

34

Rural Western
Wisconsin; USA
Johnson et al
(2012)

American
Disabilities Act
Titles II & III
(1991)

Instrument, domains evaluated and fitness
facility evaluators
74 item checklist adapted from McClain et al
(1990, 1993) and Figoni et al (1998).

American
Disabilities Act
Titles II & III
(1991)

Figoni et al
(1998)

Construction and/or
renovation dates of
fitness centres

Facility description
(inclusion/exclusion criteria)

16

Included: fitness centres
Excluded: physiotherapy centers,
facilities specializing in dance,
weight loss, martial arts, and
massage

Included: public fitness centers
Excluded: facilities with a primary
focus on martial arts, dance,
massage, chiropractic, physical
therapy, athletic training, personal
training, education, hospital
wellness, rehabilitation, private
corporate fitness, beauty, and
weight loss

Private for-profit or public non-profit
facilities open to both genders while
offering cardiovascular and resistance
training equipment, personal training,
aquatic areas and/or fitness classes

Not stated

Domains: parking, ramps, exterior doors, path of
travel, elevators, rest rooms/locker rooms,
drinking fountains, access to and around
equipment, customer service desk, specialized
adaptive equipment, specialized staff training
Evaluator: Study authors
74 item checklist adapted from McClain et al
(1990, 1993).

Not stated

Facility construction dates
 Mean year 2001 (95%
CI 1994-2008)
Renovation dates
 Four facilities
renovated between
1999 and 2009

Domains: parking, ramps, exterior doors, path of
travel, elevators, rest rooms/locker rooms,
telephones, drinking fountains, access to and
around equipment, customer service desk
Evaluators: Three female investigators (assume
study authors but not stated)
74 item checklist adapted from McClain et al
(1990, 1993) and Figoni et al (1998).
Domains: parking, ramps, exterior doors, path of
travel, elevators, rest rooms/locker rooms,
bathrooms, telephones, drinking fountains, access
to and around equipment, customer service desk,
aquatic pool options, building accessories (braille,
steps, handrails), exercise equipment
Evaluators: Study authors
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Author/s
Date

Region/s,
Country
Legislation

Sample
size

Construction and/or
renovation dates of
fitness centres

Facility description
(inclusion/exclusion criteria)

Instrument, domains evaluated and fitness
facility evaluators
AIMFREE consumer version

Singapore

Koh (2009)

Code on
accessibility in
the built
environment
(1991)

3

City of Chicago
and surrounding
areas; USA
Laiser (2012)

American
Disabilities Act
Titles II & III
(1991)

Low cost community sports and
recreations facilities that include a
gymnasium, swimming pool and a
sports hall which are located in typical
housing estates
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Independent privately owned
facilities (n=5)
Franchise/chain facilities (n=5)
YMCA facilities (n=5)

Facility construction dates
 Facility 1 2003-2006
 Facility 2 1998-2001
 Facility 3 1970-1973
Renovation dates
 Facility 3 1996-1998

Not stated

American
Disabilities Act
Titles II & III
(1991)

Evaluators: Two individuals with disability (one
crutch user and one wheelchair user)
AIMFREE professional version
Domains: access routes and entrance areas,
equipment, information/signage, locker
rooms/showers, hot tubs/whirlpools/saunas/steam
rooms, elevators, bathrooms, swimming pool,
parking, telephones, water fountains, professional
behavior, professional training/support, policies,
programs
Evaluator: Study author
AIMFREE professional version

City of Chicago;
USA
Langley
(2013)

Domains: access routes and entrance areas,
information/signage, elevators, locker
rooms/showers, bathrooms, swimming pool,
equipment, parking, telephones, water fountains

22




Privately owned facilities (n=11)
Franchise/chain facilities (n=11)

Not stated

Domains: access routes and entrance areas,
equipment, information/signage, locker rooms and
showers, elevators, bathrooms, water fountains
Evaluator: Study author
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Author/s
Date

Region/s,
Country
Legislation

Sample
size

Construction and/or
renovation dates of
fitness centres

Facility description
(inclusion/exclusion criteria)

Instrument, domains evaluated and fitness
facility evaluators
83 item checklist adapted from McClain et al
(1990, 1993) and Figoni et al (1998).


Topeka, Kansas;
USA
Nary et al
(2000)


American
Disabilities Act
Titles II & III
(1991)

8



North Texas;
USA
Pike et al
(2008)

American
Disabilities Act
Titles II & III
(1991)

52




Included: private for-profit
facilities and private non-profit
facilities open to the public
Excluded: school district and
municipal recreational facilities,
facilities without a primary focus
on fitness such as martial arts,
rehabilitation, weight loss, athletic
training facilities

Not stated

Included municipal or semi-private
aquatic facilities open to the public
for a nominal daily fee and located
in urban/suburban areas
All aquatic facilities ranged from
200-300 person capacity
Typical daily user rates: 75-175
users per day

Facility construction dates
 Pre-ADA (n=25)
 Post-ADA (n=27)
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Domains: parking, ramps, exterior doors, path of
travel, elevators, rest rooms/locker rooms,
telephones, drinking fountains, access to and
around equipment, pool access, adaptive
equipment, staff training, adaptive programming,
pro-rating of membership fees, visits at no charge
for individuals to assess accessibility
Evaluators: Study authors where one was a
wheelchair user with experience in evaluating
accessibility of public buildings
74 item checklist adapted from McClain et al
(1990, 1993) and Figoni et al (1998).
Domains: parking, ticket counter, gate/entry,
men’s and women’s restrooms, dressing area,
drinking fountains, path of travel, pool entry
method
Evaluators: Recreation and leisure studies
graduate students

Author/s
Date

Region/s,
Country
Legislation

Sample
size

10 states across
the USA
Rimmer et al
(2017)

Stoelzle
(2012),
Stoelzle &
Sames (2014)

American
Disabilities Act
Titles II & III
(1991)

Minneapolis-St.
Paul
Metropolitan
area, Minnesota;
USA
American
Disabilities Act
Titles II & III
(1991)

227

20

Construction and/or
renovation dates of
fitness centres

Facility description
(inclusion/exclusion criteria)
Included
 Privately owned for-profit (n= 19)
and non-profit (n=208)
 227 fitness centres included:
o fitness centres/health clubs
(100)
o hospital/rehabilitation
facilities (11)
o University/college facilities
(87)
o Park district/community center
(29)
Included
 Fitness centres open to the public
where membership included both
males and females.
 Facilities needed to offer at least
one piece of cardiovascular and
resistance type equipment
Excluded
 Fitness centres based in hospitals,
hotels, work places and
universities

109 facilities were
constructed pre-ADA: forprofit (6), non-profit (103)
109 facilities were
constructed post-ADA:
for-profit (9), non-profit
(100)
9 facilities provided no
construction dates

Instrument, domains evaluated and fitness
facility evaluators
AIMFREE professional version
Domains: access routes and entrance areas,
equipment, information/signage, locker
rooms/showers, hot tubs/whirlpools/saunas/steam
rooms, elevators, bathrooms, swimming pool,
parking, telephones, water fountains, professional
behavior, professional training/support, policies,
programs
Evaluators: Physical therapy, occupational
therapy and exercise science students and staff
AIMFREE professional version

One third of the facilities
constructed in the early
1970s.
Four facilities renovated
after the ADA.

Domains: Access routes and entrance areas,
equipment, information/signage, locker
rooms/showers, hot tubs/whirlpools/saunas/steam
rooms, elevators, bathrooms, professional
support/training, swimming pool, parking,
telephones, water fountains
Evaluator: Study author

Note. AIMFREE = Accessibility Instruments Measuring Fitness and Recreation Environments; ADA = The American with Disabilities Act;
USA = United States of America; YMCA = Young Men’s Christian Association

71

4.4.3

Fitness centre evaluation instruments.

Two instruments were used to evaluate the fitness centres. Six studies used modified
versions of the ADA Accessibility Guidelines (ADAAG) Checklist for Buildings and
Facilities instrument. This checklist surveys minimum standards of accessibility
compliance against the legislative Titles II and III of the ADA act (Access Board,
1992). The ADAAG instrument includes the accessibility domains of parking, ramps,
entrances and exits, building lobbies and corridors, elevators, rooms and spaces, toilet
rooms and bathrooms, showers, signage, telephones and drinking fountains. Items are
scored as either “met” or “not met” the accessibility compliance legislation. To the best
of our knowledge the ADAAG has not undergone psychometric analysis (Calder &
Mulligan, 2014). Figoni et al (1988) (the oldest study in our review) adapted the
ADAAG instrument to evaluate accessibility of fitness centres. The other five studies
took Figoni et al’s (1988) modified ADAAG checklist and modified it further to suit
their study objectives. Recreation and leisure studies graduate students (n = 1) or the
study researchers (n = 5) evaluated the fitness centres in these six studies.
The remaining eight studies used the Accessibility Instruments Measuring Fitness and
Recreation Environments (AIMFREE) survey (Rimmer & Riley, 2004-2006).
Developed by Rimmer and colleagues (2004), the AIMFREE survey instrument
evaluates public fitness centres for people with mobility and visual impairments. The
AIMFREE consists of fifteen accessibility domains, which evaluate physical access and
systems access. Physical accessibility domains include access routes and entrance
areas, equipment, information and signage, locker rooms and showers, hot
tubs/whirlpools/saunas/steam rooms, elevators, bathrooms, swimming pools, parking,
telephones, and water fountains (Rimmer & Riley, 2004-2006). The systems access
domains include professional behaviour, professional training and support, policies, and
programs. There is a professional version and a consumer version of the AIMFREE
instrument. The professional version objectively evaluates fitness centres against
accessibility compliance standards (Centers for Disease Control and Prevention, 2018).
Six studies in this review used the AIMFREE professional version where the
researchers (n = 5) or health professional students trained by the researchers (n = 1)
carried out the fitness centre evaluations. The consumer version of the AIMFREE was
used in two studies where people with disabilities evaluated the fitness centres. The
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AIMFREE instrument uses a weighted scoring algorithm to determine an accessibility
rating for each domain. Psychometric analysis of the AIMFREE instrument found that,
although the instrument demonstrated good internal consistency, fair structural validity
and excellent content validity, the reliability was rated poor, thereby potentially
introducing a high degree of error with repeated measurements (Calder & Mulligan,
2014). Further psychometric analysis of the AIMFREE instrument is recommended.
In the first instance, authors should ensure they evaluate an adequate sample size of
fitness centres and provide an in-depth account of their methods (Terwee et al., 2010).
4.4.4

Country, legislation and fitness centre construction/renovation.

The majority of studies were undertaken in the USA (n = 10) which represented 85.2%
of the fitness centres evaluated, followed by Kuwait (n = 2), Canada (n = 1) and
Singapore (n = 1). These countries possess different policies and legislation regarding
accessibility. While the USA led the adoption of the ADA legislation, setting minimal
standards for accessibility to public facilities (Access Board, 2002), Canada
(Government of Ontario, 2012-2017) and Singapore (Building and Construction
Authority, 2013) also have mandatory building code compliance legislation for barrierfree accessibility of public buildings. Kuwait does not have an official legally binding
building code to enforce accessibility compliance of newly constructed buildings, and
instead use international accessibility guidelines for people with disability (Aldimkhi,
2009, 2015).
Eight of the studies included in this review recorded fitness centre construction dates.
However, only two of these studies (Pike et al., 2008; Rimmer et al., 2017) examined
accessibility before and after the inception of the legislation. Pike et al (2008) found
that fitness centres following the passing of ADA legislation were significantly more
accessible in the domains of parking, ticket counter, drinking fountains, dressing areas,
restrooms and pool entry requirements. These findings were similar to Rimmer et al’s
(2017) study where access routes and entrance areas, equipment, information and
signage, locker rooms and showers, bathrooms and swimming pools were significantly
more accessible post implementation of the ADA legislation.
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4.4.5

Descriptive analysis of included studies.

To analyse the data of all included studies I first grouped similar accessibility domains
from the two instruments (ADAAG and AIMFREE) that were used to evaluate the
fitness centres. I found the AIMFREE instrument included all of the accessibility
domains from the six studies that modified Figoni et al’s (1988) instrument. I have
therefore presented the results using the accessibility domains from the AIMFREE
instrument (Rimmer & Riley, 2004-2006).
The majority of the included studies analysed their data descriptively, reporting
percentage mean scores for each accessibility domain. Laiser (2012) was the only
included study that did not report percentage mean data. These authors did not use the
scoring system accompanying the AIMFREE instrument, so I was not able to include
their findings in the descriptive analysis. I captured the mean percentage scores and
calculated an overall weighted mean percentage scores per accessibility domain for
each study (see Table 4.4). Weighted mean scores consider the influence of sample
size of the studies, so those with larger sample sizes attribute more “weight” to the
score. I calculated the weighted mean percentage scores if two or more studies
evaluated an accessibility domain (see Appendix 9 for an example of the weighted
mean calculation of one accessibility domain). None of the studies reported on all 15
accessibility domains. The weighted mean percentage accessibility scores ranged from
33.26% (hot tubs) to 67.58% (programmes) (see Figure 4 and Appendix 10).
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Table 4.4 Percentage mean data and weighted percentage mean datawith associated sample sizes (n) per accessibility domain

Professional behavior
†

-

Professional training
& support †

-

-

-

-

-

-

-

41.89
(44)

-

-

-

-

-

-

-

49.02
(44)
31.07
(44)

83.00 100.00 48.00
(50)
(10)
(34)
44.00 20.00 0.00
(50)
(10)
(34)

Stoelzle & Sames
(2014)

Bathrooms *

56.25
(16)
42.00
(16)

50.62
(227)
53.16
(227)
47.04
(226)
53.03
(227)

39.8
(20)
40.36
(20)
32.17
(20)
49.57
(20)

55.42
(518)
44.20
(466)
43.83
(291)
50.29
(361)

-

28.53
(227)

56.37
(20)

33.26
(279)

-

-

-

67.00
(8)

63.90
(52)

44.55
(218)

71.88
(20)
73.44
(20)

58.52
(220)
42.94
(509)
62.70
(20)
53.64
(181)

53.75
(22)
54.82
(22)
32.42
(22)
46.65
(19)

71.00
(8)
69.99
(8)

83.97
(52)

-

-

32.00
(16)

72.83
(3)
44.6
(3)
29.93
(3)
43.21
(3)

-

-

-

-

-

-

5.00
(16)
47.00
(16)

74.45
(2)
63.77
(3)

27.69
(12)
37.23
(22)

-

-

-

-

-

-

-

-

-

-

-

-

47.93
(44)

-

0.00
(10)

-

-

-

-

-

-

62.68
(91)

51.90
(20)
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Weighed
mean
data
(%)
(n)

Rimmer et al (2017)

81.14
(20)
46.48
(20)
62.70
(20)

Elevators *

42.25
(34)
16.00
(34)

Pike et al (2008)

26.25
(12)
29.98
(12)

*

57.50
(10)
10.00
(10)

Nary et al (2000)

52.97
(20)

67.00
(50)
8.00
(50)

Langley (2013)

50.81
(12)

51.05
(44)
47.69
(44)

Koh (2009)

50.72
(12)

Johnson et al (2012)

Locker
rooms/showers *
Hot tubs, whirlpools,
saunas, steam rooms

Figoni et al (1998)

-

Equipment *

Dolbow & Figoni
(2015)

Information/signage *

50.22
(20)
67.56
(20)
33.81
(20)
57.35
(20)

Access routes &
entrance areas *

Cardinal & Spaziani
(2003)

Aldimkhi (2015)

47.60
(12)
55.61
(12)

Accessibility
domains

Arbour-Nicitopoulos
& Martin-Ginis
(2011)

Aldimkhi (2009)

Study percentage mean data (%) with associated sample sizes (n)

Water fountains*

-

-

-

-

-

-

-

-

-

-

-

-

-

-

-

-

-

-

-

-

-

-

42.40
(3)

-

-

56.00
(50)
88.00
(50)
55.00
(50)

80.00
(10)

24.00
(34)
74.00
(34)
15.00
(34)

9.00
(16)
50.00
(16)
6.00
(16)
58.00
(16)

-

-

-

-

-

-

-

69.00
(8)
67.00
(8)
60.00
(8)

48.3
(52)
78.20
(52)
70.20
(52)

Note. n = fitness centres; * = domains of physical access; † = domains of systems access; - = domain not evaluated
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49.71
(135)
71.66
(122)
47.43
(161)
66.94
(213)
35.00
(41)
82.26
(111)

Stoelzle & Sames
(2014)

-

Rimmer et al (2017)

Pike et al (2008)

Telephones *

-

Nary et al (2000)

Parking *

27.07
(12)
29.92
(12)
30.51
(12)
73.11
(12)

Langley (2013)

Swimming pool *

52.48
(20)
39.15
(20)

Koh (2009)

-

Johnson et al (2012)

Programs †

47.07
(44)
63.15
(44)
36.96
(44)
54.81
(44)

Figoni et al (1998)

-

Dolbow & Figoni
(2015)

-

Cardinal & Spaziani
(2003)

Aldimkhi (2015)

Policies †

Accessibility
domains

Arbour-Nicitopoulos
& Martin-Ginis
(2011)

Aldimkhi (2009)

Study percentage mean data (%) with associated sample sizes (n)

67.57
(20)
56.92
(20)
23.33
(20)
77.78
(20)

Weighed
mean
data
(%)
(n)
49.06
(179)
67.58
(186)
44.22
(328)
61.01
(459)
54.23
(181)
65.62
(303)

Note. * = domains of physical access; † = domains of system access; a higher weighted percentage mean
indicates increased accessibility compliance

Figure 4 Weighted percentage mean (%) data per accessibility domain across all
of the included studies
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Table 4.5 provides a narrative summary explaining common barriers found across the
studies (although not all studies reported flaws from the fitness centres they evaluated).
Table 4.5 Narrative summary of common accessibility barriers
Accessibility
domain
Access routes
and
entranceways *

Common accessibility issues
Doors
 Manual door openings requiring grasping or twisting of handle
(Dolbow & Figoni, 2015; Johnson et al, 2012; Langley, 2013;
Nary et al, 2000; Stoelzle 2012; Stoelzle & Sames, 2014)
 Lack of push button opening doors (Aldimkhi, 2009; Langley,
2013; Stoelzle, 2012; Stoelzle & Sames, 2014)
 Lack of power assisted doors (Langley, 2013)
 Heavy doors requiring >5 lbs of force (Nary et al, 2000)
Path of travel
 No detectable warning textures for curb cuts (Aldimkhi, 2009)
 Step access only (Figoni et al 1998, Aldimkhi, 2009)
 Only stair access to upper floors (Aldimkhi, 2009; Dolbow &
Figoni, 2015; Nary et al, 2000)
 Not all emergency exits accessible to wheelchair users (Koh,
2009)
 Narrow passageways (Dolbow & Figoni, 2015; Nary et al,
2000)
 Carpets not fastened to the floor (Stoelzle, 2012; Stoelzle &
Sames, 2014)
 Obstructed pathways (Nary et al, 2000)
 No adjustable lighting (Stoelzle, 2012; Sotelzle & Sames,
2014)
Ramps

Ramps not meeting safe incline of 1:12 (Dolbow & Figoni,
2015; Figoni et al, 1998; Nary et al, 2000)
 Lack of landing space at the top and bottom of ramps (Dolbow
& Figoni, 2015; Figoni et al, 1998)
 Lack of handrails for ramps longer than 72 inches (Figoni et al,
1998; Nary et al, 2000)
 Ramps placed in an indirect and/or longer route to access the
facility (Koh, 2009)
Service desks
 Customer service desk or juice bar counter without a portion
<3 feet high or less with a clear width of 3 feet (Aldimkhi,
2009; Dolbow & Figoni, 2015; Figoni et al, 1998; Laiser,
2012; Nary et al, 2000)
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Accessibility
domain
Equipment *

Information
and signage *

Locker rooms
and showers *

Common accessibility issues
 Access to and around equipment blocked by obstacles (Figoni
et al, 1998; Koh, 2009; Langley, 2013)
 Equipment too close together (Dolbow & Figoni, 2015; Figoni
et al, 1998; Koh, 2009; Laiser, 2012; Stoelzle, 2012; Stoelzle
& Sames, 2014)
 Lack of space to transfer on/off equipment (Koh, 2009)
 None or limited adaptive equipment provided e.g., arm
ergometers, straps for bike pedals, transfer boards, standing
frames (Dolbow & Figoni, 2015; Koh, 2009; Nary et al, 2000;
Stoelzle, 2012; Stoelzle & Sames, 2014)
 Lack of small weight increments on exercise machines (i.e <5
lbs) (Johnson et al, 2012; Stoelzle, 2012; Stoelzle & Sames,
2014)
 Lack of swing away seats on exercise equipment (Johnson et
al, 2012)
 Difficult to read displays and lack of audio/braille on the
equipment buttons (Koh, 2009; Stoelzle, 2012; Stoelzle &
Sames, 2014)
 Lack of signage for accessible access route to enter facility or
around the facility (Johnson et al, 2012; Langley, 2013)
 Lack of provision for alternative means of accessible
information on notice boards or print material (Koh, 2009;
Langley, 2013)
 Lack of braille, large print or audio for brochures (Koh, 2009)
 Lack of images of people with disabilities on print material
(Stoelzle, 2012; Stoelzle & Sames, 2014)
 Tactile cues about location not available (Langley, 2013)
Lockers
 Lockers mounted too high (Aldimkhi, 2009; Nary et al, 2000;
Stoelzle, 2012; Stoelzle & Sames, 2014)
 Locker handles difficult to open (Aldimkhi, 2009)
Showers
 Shower stalls too narrow (Nary et al, 2000; Koh, 2009)
 Poor size or incorrectly mounted seating (Nary et al, 2000;
Koh, 2009; Laiser, 2012; Stoelzle, 2012; Stoelzle & Sames,
2014)
 Inaccessible shower controls (Nary et al, 2000)
 Curbs in shower stalls (Nary et al, 2000)

No grab bars or mounted in an inaccessible place (Aldimkhi,
2009; Koh, 2009; Laiser, 2012)
 Non-detachable shower units (Koh, 2009)
 Disability shower often used for storing equipment (Koh,
2009)
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Accessibility
domain
Elevators *

Bathrooms *

Professional
training and
support †

Policies †

Common accessibility issues
 Poor signage - lacked tactile, visual and audio accessibility
features (Aldimkhi, 2009; Koh, 2009)
 No grab bars (Koh, 2009)
 Door width insufficient for people using mobility aids
(Aldimkhi, 2009)
 Inadequate toilet stall dimensions (Aldimkhi, 2009; Dolbow &
Figoni, 2015; Figoni et al, 1998; Koh, 2009; Nary et al, 2000;
Stoelzle, 2012; Stoelzle & Sames, 2014)
 Toilet stall doors too narrow (Figoni et al, 1998; Johnson et al,
2012; Laiser, 2012)
 Toilet stall doors that swing inwards (Nary et al, 2000)
 Lack of automatic, power assist or push buttons to open doors
(Aldimkhi, 2009; Laiser, 2012; Langley, 2013; Stoelzle, 2012;
Stoelzle & Sames, 2014)
 Toilets too low to transfer on/off safely (Nary et al, 2000)
 Toilet paper dispenser mounted out of reach (Langley, 2013)
 Mirror placement too high for wheelchair users (Dolbow &
Figoni, 2015; Koh, 2009; Nary et al, 2000)
 Sink without adequate leg clearance for wheelchair users
(Dolbow & Figoni, 2015; Langley, 2013; Nary et al, 2000)
 Sinks mounted too high for wheelchair users (Koh, 2009; Nary
et al, 2000)
 Towel dispensers mounted too high (Nary et al, 2000)
 No covering of abrasive surfaces and hot water pipes
underneath sinks (Johnson et al, 2012; Nary et al, 2000)
 No wall mounted grab bars or positioned incorrectly
(Aldimkhi, 2009; Dolbow & Figoni, 2015; Nary et al, 2000)
 Dressing area benches incorrect size for safe transfers
(Aldimkhi, 2009; Pike et al, 2008)
 No scales available (Aldimkhi, 2009; Stoelzle, 2012; Stoelzle
& Sames, 2014)
 Slippery floors (Aldimkhi, 2009)
 Lack of staff with specialized training in disability issues
(Dolbow & Figoni, 2015)
 Lack of staff with qualifications in exercise or therapeutic
exercise (Dolbow & Figoni, 2015)
 Staff either not trained or very few are trained in wheelchair
transfers (Johnson et al, 2012; Stoelzle, 2012; Stoelzle &
Sames, 2014)
 Lack of employees attending conferences about accessibility
(Stoelzle, 2012; Stoelzle & Sames, 2014)
 Small numbers of staff receive information about basic
prescription medications and their effect on exercise (Stoelzle,
2012; Stoelzle & Sames, 2014)
 Lack of information provided regarding accessibility of the
facility (Laiser, 2012)
80

Accessibility
domain
Programs †

Common accessibility issues

 Half of the facilities reported adaptive programming was
available (but they did not report further details) (Nary et al,
2000)
Swimming
 Stairs in path of travel to swimming pool (Nary et al, 2000)
*
pools
 Lacking ramp or lift for pool entry (Aldimkhi, 2009; Koh,
2009; Nary et al, 2000)
 Lacking a ledge to hold when entering water (Koh, 2009)
 Lack of floatation devices for people with disabilities (Koh,
2009)
 No power assist doors to access the steam room (Stoelzle,
2012; Stoelzle & Sames, 2014)
 Lack of space to store assistive equipment (Stoelzle, 2012;
Stoelzle & Sames, 2014)
*
Parking
 Insufficient width of parking space for people using mobility
aids (Figoni et al, 1998)
 Lack of adjacent aisles or aisles too narrow (Aldimkhi, 2009;
Figoni et al, 1998; Laiser, 2012; Nary et al, 2000)
 Lack of disability parking or insufficient number of designated
spaces (Aldimkhi, 2009; Laiser, 2012; Nary et al, 2000;
Stoelzle, 2012; Stoelzle & Sames, 2014)
 Parking a long way from facility entrance (Koh, 2009;
Stoelzle, 2012; Stoelzle & Sames, 2014)
*
Telephones
 Mounted too high (Nary et al, 2000; Stoelzle, 2012; Stoelzle &
Sames, 2014)
 Telephone cords too short for used by a seated person (Nary et
al, 2000)
 Lack of amplifying devices for people with hearing
impairments (Stoelzle, 2012; Stoelzle & Sames, 2014)
Water
 Lack of knee clearance space for wheelchair users to get close
fountains *
enough (Dolbow & Figoni, 2015; Nary et al, 2000; Stoelzle,
2012; Stoelzle & Sames, 2014)
 Spout too high for seated person (Nary et al, 2000)
 Water machines requiring the person to grasp or flip a lever
(Stoelzle, 2012; Stoelzle & Sames, 2014)
*
Note. = domains of physical access; † = domains of system access
4.5

Discussion

This study aimed to systematically review cross-sectional observational studies that
have evaluated the accessibility of fitness centres for people with disabilities. The
weighted percentage mean data illustrate no domain was 100% accessible. Instead, all
domains fell within a range of 33-68% accessibility. In this review, the lowest ranked
accessibility domain were hot tubs, whirlpools, saunas and steam rooms. It is not
surprising that this domain scored very poorly because it is outside the scope of the
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ADA compliance legislation (Rimmer, Riley, Wang, & Rauworth, 2004) and was only
evaluated in four studies. Interestingly, two of the studies, which evaluated this
particular domain, occurred in Kuwait where the authors acknowledged that consumers
of fitness centres value this domain from a cultural perspective (Aldimkhi, 2009, 2015).
The system access domains (policies, programmes, professional behaviour, and
professional support and training) are also beyond the built environment legislative
standards of compliance (in the USA), although interestingly, programmes and
professional behaviour ranked in the top three accessibility domains in this study.
However, these findings should be interpreted with caution because very few studies
evaluated these particular accessibility domains. Indeed, none of the studies evaluated
all four of the system access domains. Of the two instruments used to evaluate
accessibility in the studies, the AIMFREE is the only instrument (with psychometric
analysis) to incorporate system access in addition to physical access domains.
However, system access domains are very important aspects for people with disabilities
because these domains can create significant barriers to participation in physical
activity at fitness centres (Green, 2011; Rimmer, Riley, Wang, & Rauworth, 2004). For
example, studies have shown that fitness centre staff lack training in disability issues
and the provision of suitable programmes for people with disabilities (McDonald et al.,
2015; Rimmer, 2005; Rolfe et al., 2012). However, evaluating system access domains
in fitness centres is problematic. They create a potential for high risk of bias because
evaluation requires an interview with a fitness centre staff member who is (perhaps)
highly likely to provide the most socially acceptable answer.
All of the studies in this review used instruments developed according to the USA
ADA compliance legislation. It is particularly discouraging therefore, to observe that
decades after the inception of this legislation, people with disabilities still cannot enjoy
participation in physical activity at fitness centres with dignity and autonomy in an
equitable environment (Johnston, Goodwin, & Leo, 2015; McDonald et al., 2015;
Mulligan et al., 2012; Rolfe et al., 2012). Although the primary idea of legislative
standards was to ensure inclusive access (Pierce, 1998; Riley et al., 2008), this review
study has illustrated this is not yet the case. Although fitness centres built after the
inception of the mandatory legislation show higher levels of accessibility (Pike et al.,
2008; Rimmer et al., 2017) people with disabilities continue to face many accessibility
barriers at fitness centres.
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Other authors have investigated causes for an inaccessible built environment. For
example, Imrie and Hall (2001b) suggested one of the causes of an inaccessible built
environment likely sits with the individuals that create the compliance legislation and
their lack of understanding of the barriers people with disabilities encounter. This may
be because policy and legislation developers would be predominantly able-bodied,
leading them to focus their attention towards the population majority, which is viewed
as an ablest society (Bromley et al., 2007; Imrie & Hall, 2001a). Little thought appears
to be given to how the built environment can provide equitable access for people with
disabilities (Imrie & Luck, 2014), perhaps because people with disabilities are
perceived to make up a very small part of the population (Imrie & Hall, 2001b). Green
(2011) and Bromley et al (2007) also suggest that those individuals who produce the
building legislation continue to work in a biomedical model mind-set, believing
disability is the result of a medical conditions rather than a problem imposed on people
via the built environment and society. Indeed, disabled end-users are rarely sought to
collaborate with legislation makers about inclusive access in the built environment
(Imrie, 2012; Imrie & Hall, 2001b), likely resulting in the formation of sub-standard
building legislation regarding accessibility for all of the population. Rimmer et al
(2017) and Riley et al (2008) support this notion, observing that the building
regulations in the USA are minimal standards for accessibility compliance. Although
people with disabilities have the right to litigate cases of inaccessibility in a court of
law (thereby forcing a fitness centre to make structural changes to enable its use), very
few people choose to do so. People with disabilities seemed resigned that they must
adapt to an inaccessible built environment rather than challenge governmental
authorities and/or legislation (Bromley et al., 2007).
Along with sub-standard accessibility legislation, other issues with building regulations
have been identified which have a cumulative effect to further restrict individuals with
disabilities from participating within the built environment. It has been reported that
building legislation is difficult to enforce (McDonald et al., 2015) because it is
confusing and ambiguous. Indeed, ambiguity allows building regulators to interpret the
legislative standards in different ways (Green, 2011; Imrie & Hall, 2001a, 2001b).
Loopholes have also been identified in the compliance legislation concerning building
renovation or reconstruction (Imrie & Kumar, 1998). Adaptation of existing
infrastructure is very expensive, and funding such renovations to ensure inclusive
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access can be extremely challenging for building owners (Reklaitiene et al., 2016).
Riley et al (2008) and Imrie and Kumar (1998) have pointed out the loophole in the
ADA legislation regarding renovation in that building owners of fitness centres
undergoing reconstruction only have to abide by the building laws if it is financially
viable to do so. In addition, building owners often lack awareness of the accessibility
compliance legislation and/or assume building professionals (developers, designers and
builders) will attend to accessibility issues (Cardinal & Spaziani, 2003; Lyberger &
Pastore, 1998; Pike et al., 2008).
The attitudes of building professionals concerning built environment accessibility can
also be disabling. Like legislation makers, building professionals often have little
insight into disability issues (Imrie & Hall, 2001b). It is suggested that building
developers in particular give little thought past minimising the costs of their building
projects (Imrie & Hall, 2001a, 2001b). Including accessibility features are perceived to
increase the cost of the build and detract from the building aesthetics (Imrie & Hall,
2001a, 2001b; Mulligan, Calder, & Mulligan, 2017). Attending to accessibility often
appears to be an afterthought (Mulligan et al., 2017), a box ticking exercise, to ensure
the minimal compliance standards are met. Furthermore, the building designers
(architects) are constrained by the budget of their clients (building developers) (Imrie &
Hall, 2001b). Interestingly, Imrie’s (2003) research illustrated that architects perceive
the human form as an able-bodied “normal” figure, a geometric shape, or a mechanical
object. The human body therefore is viewed as the ultimate “proportioning” tool for
building design rather than a person in all their forms of embodiment. Building an
enabling and inclusive environment will require policy and legislation makers and
building professionals to develop and extend their knowledge about disability issues.
With improved understanding of disability issues and collaboration with the end-users
of the built environment, an upgrade from minimal legislative standards of accessibility
may ensue. Adopting the principles of universal design (inclusive barrier free design
for all people) to amend the current building compliance legislation is strongly
recommended to achieve equitable access (Bromley et al., 2007; Hiss & Rauworth,
2007; Imrie & Kumar, 1998). Equitable access could then allow individuals with
disability to participate actively within an inclusive barrier-free built environment
(Gray, Zimmerman, & Rimmer, 2012).
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This study has limitations. Although modification of the Downs and Black checklist
has occurred in previous literature (Higgins & Green, 2011), I acknowledge that the
psychometric analysis attributed to the original Downs and Black checklist is likely to
differ because we modified the instrument. The instrument developed by Figoni et al
(1988) (although based on the legislative standards for compliance) is not standardised
and has not undergone psychometric analysis. All of the studies that have used this tool
henceforth to evaluate fitness centres modified it to suit their study objectives, thereby
introducing heterogeneity across the data. Heterogeneity, along with poor reporting of
accessibility data across the studies also meant we were unable to perform a metaanalysis, which would have been the preferred form of analysis (Higgins & Green,
2011; Joanna Briggs Institute, 2014). The representativeness of fitness centres across
the studies possess a potential limitation to this review. Indeed, personal
communication from two study authors that I contacted revealed that gaining consent
from fitness centre managers to evaluate their facility was challenging. These authors
suggested that many fitness centre managers did not consent because they knew their
facility would not be accessible and were therefore fearful of legal recrimination.
Therefore, it is likely the accessibility of fitness centres may be bleaker that what this
review has reported.
4.6

Conclusion

Extensive evidence suggests that participation in physical activity reduces the risk of
secondary conditions and improves health and well-being in people with disabilities.
Fitness centres could be ideal places for people with disabilities to engage in and meet
the recommended levels of physical activity. However, this review study shows
physical and system access barriers limit their ability to do so. Accessibility of fitness
centres is unlikely to change until building compliance legislation is upgraded from
minimal standards. Facilitating change warrants a collaborative approach where policy
and legislation makers, building professionals, and people with disabilities share
together their respective knowledge, learn from each other and together design
inclusive and equitable fitness centre environments that can be used by all people.
With this in mind, the following chapter prioritises the end users’ (i.e., male stroke
survivors) voice via a collaborative PAR approach that explored their perceptions and
experiences of the accessibility of fitness centres as a place for them to participate in
sustained physical activity in a NZ setting.
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Chapter 5

Strand 2: Male Stroke Survivors Perspectives of
the User-friendliness of Fitness Centres

5.1

Chapter Overview

I have situated the second strand of this thesis inquiry across the intrapersonal,
organisational, and community levels of the social ecological framework. I used a PAR
approach to explore male stroke survivors’ experiences and perceptions of elements,
which contribute towards or limit the user-friendliness of fitness centres. Together the
participants and I engaged in seven PAR cycles of planning, action and reflection. This
chapter presents the data from the first six cycles, which specifically pertains to the aim
of the research. I present data from the final PAR cycle in the following chapter.
5.2

Introduction

Very few individuals with disability (including stroke survivors) participate in physical
activity at fitness centres (Rimmer, 2005). Objective audit data in the previous chapter
illustrated that barriers to participation at fitness centres for people with disabilities
arose from the built and social environments. However, objective data cannot be
considered independently of the subjective experiences and perceptions of people with
disabilities because these constructs are interdependent (Reason & Bradbury, 2001).
Understanding the perceptions and experiences of people with disabilities may enhance
our knowledge regarding the complex relationships between the person and their
environment. Coney (2004) indicates understanding the complex relationships between
these two constructs may be the best way to effect behaviour change.
Research to date regarding individuals’ subjective experiences of fitness centre
accessibility arises from the broader disability population. Although the evidence is
sparse, individuals with disability described intrinsic intrapersonal barriers alongside
built and social environmental barriers when attempting to access fitness centres for
physical activity participation. The intrinsic intrapersonal barriers people with
disabilities report pertain primarily to psychological factors. Common psychological
factors described include fear of the unknown or fear for their safety (e.g., fear of
falling) and a lack of motivation, self-esteem and confidence (Elsworth et al., 2009;
Richardson, Smith, & Papathomas, 2017; Rimmer, Riley, Wang, Rauworth, et al.,
2004; Rolfe et al., 2012). In addition, people with disabilities express feelings of self86

consciousness and embarrassment. Combined, these psychological factors can threaten
identity (Richardson et al., 2017). It was interesting to note that none of the studies that
explored the subjective experiences of individuals with disabilities in regard to
accessibility of fitness centres reported physiological barriers.
The most prevalent fitness centre environmental barrier described in the literature by
individuals with disability was the accessibility of the built environment (Elsworth et
al., 2009; Johnston et al., 2015; Richardson et al., 2017; Rimmer, Riley, Wang,
Rauworth, et al., 2004; Rolfe et al., 2012). In addition, once inside the fitness centre,
the equipment can create further hindrances to participation. Individuals with disability
frequently reported that there was a lack of adaptive equipment, not enough space
around the equipment for safe transfers, and the equipment was poorly maintained
(Elsworth et al., 2009; Rimmer, Riley, Wang, Rauworth, et al., 2004; Rolfe et al.,
2012). Participants with disabilities in a study by Rimmer and colleagues (2004)
identified system access barriers at fitness centres. Such system access barriers
included the cost of membership and a lack of information about the availability and
suitability of exercise programmes and policies, which often excluded individuals with
disabilities (Rimmer, Riley, Wang, Rauworth, et al., 2004). Furthermore, building
compliance legislation in the USA represent minimal standards of accessibility
(Rimmer, Riley, Wang, Rauworth, et al., 2004). Such building regulations are
confusing, open to interpretation, and are not enforced (Rimmer, Riley, Wang,
Rauworth, et al., 2004).
People with disabilities also reported social attitudinal barriers that limited their
participation at fitness centres. Attitudinal barriers include those of unsupportive
family members and friends (who do not expect the person with disability to be
physically active and use a fitness centre), and/or unfriendly facility staff and other gym
users (Johnston et al., 2015; Richardson et al., 2017; Rimmer, Riley, Wang, Rauworth,
et al., 2004; Rolfe et al., 2012). People with disabilities also feel that fitness centre staff
lack knowledge and training about disability and, therefore, assume that staff may not
know how to modify their exercise programme to suit their particular needs (Elsworth
et al., 2009; Rimmer, Riley, Wang, Rauworth, et al., 2004; Rolfe et al., 2012).
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Intrinsic and extrinsic barriers that span all levels of the social ecological framework
clearly affect access to, and participation in, physical activity at fitness centres by
individuals with disabilities. However, research to date has not yet explored stroke
survivors’ fitness centre experiences and perceptions. Therefore, the purpose of this
study was to explore the user-friendliness of fitness centres specifically for men
following stroke.
5.3

Methods

5.3.1

Recruitment.

Between January and March 2013, I sought to recruit male stroke survivors who had
been living in the community for greater than six months. In addition, potential
participants would be included if they showed an interest in the research topic and were
able to communicate verbally or via assistive technology in English. It was not
essential for the participants to be participating in physical activity or have personal
experiences of engaging in physical activity at fitness centres pre or post stroke. Male
stroke survivors were excluded if they had considerable difficulty communicating their
thoughts and ideas in a group.
To assist with recruitment of potential participants, I first approached a local not-forprofit stroke organisation. I attempted to contact this organisation a number of times
during a two-week period without success.

I thus contacted physiotherapy

colleagues who provided outpatient or community rehabilitation for stroke survivors,
supplying them with details of the study. They agreed to invite stroke survivors (who
they had met via rehabilitation services) to consider taking part in the study. The
physiotherapists then provided me with the contact details of individuals who had
agreed to consider participating. I then contacted those individuals who had shown an
interest in the study by telephone to explain the study in more detail. If the individual
was interested in participating, I sent them an information booklet written in lay
language that provided information about the background and aim of the study. The
booklet also explained the PAR process, what was involved in each phase of planning,
action and reflection, the roles and responsibilities of the PAR team members, how
ownership of the project could be envisaged, and potential benefits of the PAR
experience (see Appendix 11). This was in line with Sorrel and Redmond’s (1995)
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recommendation of providing study participants with introductory material prior to the
commencement of a qualitative research project to allow the participants time to focus
their thoughts, ideas and views before they took part in individual interviews or group
meetings.
5.3.2

Participants.

Seven male stroke survivors (two to ten years post stroke) aged between 57-76 years
(median 63 years) consented to participate in this study and all were initially
approached via my physiotherapy colleagues. Five of the men identified as NZ
European, one Indian and one Sri Lankan (as categorised according to the NZ Census
ethnicity question 2006 (Stats NZ, 2017)). Six to eight individuals is suggested an ideal
number to promote lively and in depth discussion, a breadth of opinions and equal
participation from all members of a PAR group (Lehoux, Poland, & Daudelin, 2006;
Morgan, 1988; Patton, 2002; Powell & Single, 1996; Stewart, Shamdasani, & Rook,
2007). Considering that none of the participants knew each other prior to
commencement of the study, it was also seen as an advantage to have a relatively small
group, to be less overwhelming for participants when getting to know each other and to
provide a safe “communicative space” quickly (Bergold & Thomas, 2012; McTaggart,
1991). Table 5.1 provides additional participant demographic details which are
described in the text below.
Table 5.1 Male stroke survivor participant demographic information
Male stroke survivor participants
Age
(years)

Time
since
stroke
(years)

Mobility
status

MRS
MRS-SI

Primary
support
person

57

3

Independent
(no aid)

2

Wife

60

2

Independent
(no aid)

2

Wife

60

4

Independent
with w/s

3

Wife

63

1

Independent
with w/s

3

Female
partner

89

Type of support required

Personal cares
Emotional support
Transport
Personal care
Meal preparation
Assist with exercise programme
Transport
Personal care
Organising the day
Transport
Personal care
Meal preparation

Post-stroke
physical
activity
(TTM
category)
Maintenance

Maintenance

Maintenance

Maintenance

Male stroke survivor participants
Age
(years)

Time
since
stroke
(years)

Mobility
status

MRS
MRS-SI

Primary
support
person

65

1

Independent
with w/s

3

Female
partner

68

8

Independent
with w/s

3

Wife

76

5

Independent
(no aid)

1

Wife

Post-stroke
physical
activity
(TTM
category)

Type of support required

Transport
Personal care
Assist with exercise programme
Transport
Personal care
Meal preparation
Nil

Action

Maintenance
Maintenance

Note 1. w/s = walking stick
Note 2. TTM = Transtheoretical Model of Behaviour Change (Marcus et al, 1992):
Action = I currently exercise regularly but I have only begun doing so within the last
six months; Maintenance = I currently exercise regularly and have done so for longer
than six months
Note 3. MRS = Modified Rankin Scale/MRS-SI = Modified Rankin Scale-Structured
Interview: 1 = no significant disability; 2 = slight disability; 3 = moderate disability
Note 4. To ensure anonymity of the participants in the findings section, I have not
included a participant number or ethnicity.
I assessed each participant’s level of global disability using the modified Rankin Scale
(MRS). The MRS is a single item assessment scale measuring a stroke survivor’s
functional independence when compared to their pre-stroke activities such as meal
preparation, shopping, walking and dressing (Heart and Stroke Foundation Canadian
Partnership for Stroke Recovery, 2017; New & Buchbinder, 2006). This measure
therefore considers the individual holistically; being inclusive of personal factors (e.g.,
mood) and participation in life roles (Banks & Marotta, 2007). Psychometrically, the
MRS has strong test-retest reliability and inter-rater reliability, and excellent concurrent
and construct validity (Banks & Marotta, 2007; New & Buchbinder, 2006). However,
the MRS has been critiqued for the broadness of the categories and its openness to
interpretation. For example, the meaning of the word “assistance” is not clarified in
terms of aids used or support of others to achieve functional independence (Wilson et
al., 2002). I interpreted the phrase “without assistance” to mean that the stroke survivor
does not require the support of another person, but may use an aid to achieve functional
independence. To enhance the reliability of the MRS, I also included the questions
from the MRS structured interview (MRS-SI) questionnaire (Banks & Marotta, 2007;
Wilson et al., 2002; Wilson et al., 2005). Four of the PAR participants were classified
with moderate disability (MRS/MRS-SI score of 3), two participants with slight
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disability (MRS/MRS-SI score of 2) and one participant with no significant disability.
All participants were able to walk independently, although four of the men presented
with marked hemiplegia and relied heavily on a walking stick. In addition, six of the
participants indicated they were supported on a daily basis by their spouse or partner
post stroke for accessing their community (five of the participants required support for
transport, as they were not permitted to drive post stroke), meal preparation, personal
cares, organising and planning their day, assistance for physical activity, and emotional
support.
Six of the participants had been physically active pre-stroke in recreational activities
such as golf, running, tennis, cycling, squash, sailing and boat building. Only one
participant had attended a fitness centre prior to their stroke. At the time of the study,
four participants attended a fitness centre (i.e., gym or swimming pool) on a regular
basis. Activities described by the remaining three participants included Nordic
walking, golf, aqua jogging and yoga. To obtain a comprehensive impression of the
participants level of physical activity, they completed an adapted version of the transtheoretical model stages of behaviour change questionnaire as described by Marcus,
Selby, Niaura, and Rossi (1992). All participants were categorised as regularly
physically active. Six of the participants were in the “maintenance” stage, suggesting
that they were at the peak of self-efficacy, negative temptations were at their lowest and
they perceived the benefits of being physically active to outweigh the costs.
Individuals in the maintenance stage have full control of their physically active
behaviours (Fallon, Hausenblas, & Nigg, 2005; Nigg et al., 2011).
In addition, at the first PAR group meeting, the male stroke survivor participants
unanimously agreed to invite a non-disabled partner of one of the participants to join
the group. Without the partner’s support for transport, this particular participant would
not have been able to engage in the research. Therefore, eight individuals (seven male
stroke survivors and the non-disabled partner) made up the representative PAR group.
The non-disabled partner’s demographic information is not included to preserve their
anonymity.
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5.3.3

Data collection procedures across PAR cycles.

Prior to the commencement of data collection, I engaged in the reflexivity process to
enhance the trustworthiness of the study (see Appendix 12). The PAR group engaged
in seven PAR cycles of planning, action and reflection over an eight-month period
during 2013. Figure 5 illustrates an outline of each PAR cycle’s plan, action,
reflections/outcomes and conclusions. The generic methods common across the PAR
cycles are described in this chapter. However, for ease of reading, I have provided a
detailed account and rationale of the data collection procedures for each PAR cycle in
Appendix 13.
Although all of the men admitted experiencing cognitive changes following stroke, they
could read and understand both verbal and written information about the study and
provided informed consent themselves to participate in the PAR project. At the outset
of the project (as suggested by Kindon, Pain & Kesby (2007) and Arieli & Friedman
(2009)), I explained to the participants that they could freely choose to what degree
they wished to participate in any aspect of the research.
The participants and I attended regular monthly group meetings to engage collectively
in “actions” and/or discussions (reflections and planning). The literature identified that
group discussions are valuable as they allow participants with shared commonalities
(e.g., stroke survivors) to come together in a social context and learn from each other
(Ivanoff & Hultberg, 2006). Through dialogue they explore their values, opinions,
experiences and build a strong foundation for constructing new knowledge (Lehoux et
al., 2006). The participants and I engaged together in critical reflection from multiple
perspectives using Fook and Gardner’s (2007) four stages of critical reflection
framework (see Appendix 3). Research suggests that multiple perspective critical
reflection is necessary in PAR to construct new knowledge, which can nurture
participants to feel empowered to achieve change as the research progresses over time
(Chiu, 2003; Morgan, 1988; Patton, 2002; Powell & Single, 1996; Stewart et al., 2007).
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Figure 5 Overview of PAR Cycles 1-7
Figure 5 Overview of PAR Cyles 1-7
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Figure 5 Overview of PAR Cycles 1-7

I audiotaped and transcribed verbatim every PAR group meeting. In addition, I
recorded the minutes for each meeting, summarised them in a bullet point format for
ease of reading and distributed them to all participants via email and/or post according
to each participant’s preference. At the beginning of the study, I set the agenda and
facilitated the group meetings to guide the participants in the research process. From
PAR Cycle 3 and beyond, the participants and I collaboratively set the agenda.
5.3.4

Data analysis.

I analysed the data (semi-structured interview data, PAR group reflections and
researcher reflections) inductively for themes after each reflection phase of the PAR
process, according to the methods described by Thomas (2006). This approach allows
researchers to analyse qualitative data regardless of the methodological paradigm they
have adopted (Thomas, 2006). To make sense of the raw data I built a coding template
(see Appendix 14 for an example). To do this, I independently read the entire data set
to become familiar with the content of the transcripts. Next, I assigned codes to
meaningful phrases within the text. Finally, I manually organised the codes into
categories, sub-themes and themes with accompanying descriptions using the scissor
and sort technique (Stewart et al., 2007). Two other members of the research team
independently crosschecked the coded data, themes and descriptions. To do this, I
provided each independent coder with a clean version of the raw text along with the
coding template, themes and accompanying descriptions that I had created. The
independent coder matched the themes from the coding template with sections of the
text. The independent coders and I met at regular intervals during the PAR cycles to
discuss and refine the codes, themes and accompanying descriptions.
As the representative PAR group owned the data (Chiu, 2003; McIntyre, 2008;
Williamson & Prosser, 2002), I invited the participants to collaborate in the data
analysis procedures. Including participants in data analysis enhances knowledge
construction, collaboration and ensures validity of the data (Nind, 2011). At the
participants’ request, I analysed the data and developed the themes, sub-themes and
accompanying meanings throughout the PAR cycles. I discussed and presented each
participant with a hard copy of the drafted themes, sub-themes and their accompanying
meanings at subsequent PAR group meetings. I invited the participants to make any
comments or changes to the themes during the group meetings or between group
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meetings in any format they wished (e.g., telephone conversation, email, or return of
the hard copy with their accompanying written notes). All participants engaged in
discussions about the developed themes and provided comments during the group
meetings to refine the themes which ensured they were accurate, authentic and credible
(Shenton, 2004).
5.3.5

Ethics and funding.

The University of Otago ethics committee granted approval for this study (reference:
11/018). All participants provided written consent to participate in the research. The
Burwood Academy of Independent Living provided funding for this study.
5.4

Findings: Outcomes of PAR Cycles 1-6

Here I present a summary of the outcomes of the six PAR cycles that specifically
pertain to the study aim, which was to explore what elements contribute toward or limit
user-friendliness of fitness centres for individuals following stroke. Additional findings
emerged from a seventh and final cycle of PAR. This related to how participants
experienced their participation in the PAR process and how they came to be
enlightened and empowered to become advocates for accessibility in their community.
Chapter 6 describes those findings.
Three main themes arose from the PAR cycle data that influenced participation in
physical activity for the male stroke survivor participants at fitness centres: (a)
intrapersonal factors, (b) the inclusivity of the built environment, and (c) societal
attitudes. I assigned each participant and the non-disabled partner (the joiner) a
number to correspond with their quotations.
5.4.1

Intrapersonal factors.

At the outset of this study, all of the men expressed self-efficacious behaviours towards
physical activity. Self-confidence, perseverance, self-drive, and acceptance of their
new life post stroke were attitudes that assisted them to participate in physical activity.
The participants demonstrated their self-efficacious behaviours through devising their
own programmes for physical activity and they were not afraid to push the boundaries
to get the perceived benefits. They recognised that all physical activity was good.
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Furthermore, for sustained participation; they identified that physical activity needs to
be meaningful, have variety and fit in with their daily routine.
I started doing the floor exercise and then I extended myself in
different ways. Then I mastered some of these things and I extended
that into walking everyday further and further. I walked up the top of
a hill tract one day, I just about killed myself and could hardly walk
the next day, but I extended more and more. For my shoulder, every
time I walked through a door, I try to touch the lintel and so sort of
integrate everything into my life. I think I am assisted by a driven
personality. (Participant 1, PAR Cycle 1)
I made up my own programme. I do the treadmill. I do five minutes
on it and keep putting the resistance up and that’s just given me a bit
more stamina for when I am walking. (Participant 5, PAR Cycle 1)
Along with their self-efficacy, the men felt motivated to participate in physical activity
because they felt exercising generated feelings of wellness. They noticed
improvements in their functional abilities, which correlated with an improved level of
independence. Observing and feeling these improvements further motivated them to
continue engaging in physical activity. Furthermore, the men explained that their
motivation to being physically active also allowed them to participate in their prestroke life roles such as recreation, their occupation, and interacting with their families.
All my life I’ve been active. What I am hoping to do now is build my
rotator cuff muscles and stop the shoulder from subluxing out, which
hurts. It’s been a problem since I had the stroke. I am enjoying
seeing the results I am getting. (Participant 5, PAR Cycle 1)
Well I want to get my independence back. I don’t want to be reliant
on others. I’ve got a little granddaughter who lives in London. She’s
nine months old and the motivation to be at some stage active to get
to London to see her is at the forefront at the moment. (Participant 4,
PAR Cycle 1)
Half way through the study, in PAR Cycles 4 and 5, the men discussed why stroke
survivors were not physically active, particularly when there are proven health benefits.
When considering their own challenges to participating in physical activity and
acknowledging that it is not easy, they came to a conclusion that perhaps stroke
survivors may be hindered by the effects of stroke (e.g., fatigue, depression, physical
impairments, cognitive changes and communication impairments). One participant
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shared that individuals need a high level of resilience and self-efficacy to change their
lifestyle to engage in physical activity after stroke.
I had a friend who had a golf buggy. He said, “You can come and
I’ll take you in my buggy [to golf] and you can play.” But my body
won’t let me do that. (Participant 3, PAR Cycle 1)
The staff at the rehabilitation hospital said to me, stroke recovery
depends largely on internal motivation and I think that is exactly
right. The general opinion around this table is it’s a strong person
that could change their lifestyle. (Participant 2, PAR Cycle 4)
In addition to motivation and self-efficacy, it was interesting to discover at the
beginning of the study that the men held firm personal beliefs regarding the impact
building accessibility (particularly fitness centres) had on their participation in physical
activity. In PAR Cycle 1, the participants articulated how accessibility of buildings was
not the reality for them. They had accepted this as their reality because they did not
believe that all buildings ought to be accessible to all members of society. For
example, two participants believed that only some buildings ought to be accessible for
people with disabilities. They perceived private business owners, even if the intent of
the facility was to cater to the public, should have the choice as to whether their facility
needs to be accessible to all members of society. However, they felt that publically
owned buildings (such as a bank or post office) must be accessible.
Ok, you already accept that when you go to a lawyer’s office they’re
not going to have facilities for people with disabilities and they are
likely to be on the 5th floor of a building! That’s granted but when
you go to the supermarket or to a departmental store, there should be
a governmental law that these buildings have facilities for people like
myself. It should be a governmental rule. (Participant 4, PAR Cycle
1)
Three participants described how the unequal access within the built environment
created a barrier to being independent in the community, leaving them to feel frustrated,
distressed and low in mood.
Not being able to access some buildings is quite distressing and I get
flustered. (Participant 7, PAR Cycle 1)
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During PAR Cycle 3, after having visited a fitness centre of their choice, the
participants perceived a hierarchy of inclusiveness existed in fitness centres. They had
come to the conclusion that fitness centres that had been set up specifically for people
with disabilities were most inclusive for these individuals because they provided a
friendly, relaxing environment. At these types of facilities, the men experienced a
sense of camaraderie as they were exercising with other people who were in a similar
situation to themselves. City council owned fitness centres were viewed as somewhat
inclusive for people with disabilities because councils and their facilities promote a
community focus and were perceived to enforce accessible building regulations. In
contrast, however, the participants viewed commercially owned fitness centres as the
least inclusive. They acknowledged that fitness centre owners should have the right to
target specific types of customers and perceived that these facilities would not be
welcoming to people with disabilities because they are for non-disabled people. All of
the participants indicated that they were not particularly keen to exercise in the
company of non-disabled people because it made them feel awkward.

PAR Cycle 3 discussion
Participant 1: I used to enjoy the [disability specific] gym. One of
the attractions was going along to meet other
people who are the same.
Participant 4: Exactly the same.
Participant 1: We all struggled together and somebody would
come over and say, “Look have you tried doing
this?” I felt relaxed there. I’d feel really awkward
at a commercial facility.
PAR Cycle 3 discussion
Participant 1: I think gyms have got to be free to make a
commercial decision and say who their target
market is. I don’t think that we as disabled people
should insist that we go to [commercial fitness
centre]. I mean we don’t look good at that type of
fitness centre and ‘look’ is a big part of what they
do.
Participant 4: Absolutely!
Participant 1: The owner doesn’t want people with wheelchairs in
there.
Researcher:

Why do you think that is?
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Participant 1: To have people like us in there is actually negative
for business, I would suggest. A 19 year old lycra
bunny doesn’t probably want to be exercising with
me! I’m not sure I want to exercise with her
anyway!
5.4.2

Built environment inclusivity.

Throughout the study, the men explained that fitness centre environments that had been
built to accommodate diversity of ability positively influenced participation in physical
activity. The men prioritised disability car parking and entrance area accessibility as
the two most influential features of physical access that affected inclusivity of fitness
centres. At some fitness centres, participants discovered that the disability car parks
were too far away from the building entrance, so that, although these men were able to
walk, by the time they had arrived at the facility entrance, they felt exhausted. In
contrast, fitness centres with disability car parking close to the building (including drop
off zones directly outside the entrance), and wider car parks, were considered inclusive
elements of fitness centres.

PAR Cycle 3 discussion
Participant 2: The disability parks are too far away for the
disabled.
Participant 4: If you have to park 100 metres away from your
gym, by the time you get to the door you have done
your workout [laughter].
Participant 5: Exactly right!
Participant 8: How far from the gym is the disability park?
Participant 5: Bloody miles!
Participant 1: My pet thing about parking for these places is they
need to have a drop off zone for people who are
disabled.
Participant 5: Yes!
Participant 1: Because if Participant 5’s place had a drop off
zone, his friend could drop him at the door, then
go, and access a disabled park.
Entrance areas could be particularly problematic. Most fitness centres were difficult to
access as the doors pulled towards the person and a heavy spring attached to the door
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required strength and balance to open the door. Two participants also explained that
the after-hours access to their fitness centre was poor. The after-hours doorways were
around the back of the building and required the participant to balance on a small step
whilst pulling open a heavy door towards them. They found this prevented them
getting into the gym after hours unless they had a non-disabled person to accompany
them. Therefore, they felt inhibited in their independence, as, unlike non-disabled gym
attendees, they required assistance of a support person to be able to access the building.
The participants were able to identify a continuum of accessible entrance areas, where
an automatic opening door was the most accessible, followed by a manual sliding door
(see Figure 6). Bi-hinged and uni-hinged doors were however, challenging to open
and, depending on how heavy they were, affected the participants’ access.

PAR Cycle 3 discussion
Participant 1: I don’t know about you guys, but doors you’ve got
to pull back on yourself are hopeless. You just
about fall over and they are quite dangerous, so
number two door [looking at the photographs in
Figure 5.2] is a door that you can push easily.
Participant 4: A lot of after-hours access is totally useless to a
person with major disabilities so you are just
excluded. That’s all there is to it. I have difficulty
getting in the after-hours door.
Other features the men identified as inclusive at fitness centres were accessible toilet
facilities, a spacious environment where they could get around the equipment safely
without fear of tripping and hurting themselves, and equipment that was suitable for
people with stroke related impairments. However, the men pointed out that not all
fitness centres possessed these accessible features.
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Figure 6 A continuum of accessible entranceways
Figure 6 A continuum of accessible entranceways
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I am much better at this new gym because it is much bigger [less
cramped] and they have far more selection of equipment. (Participant
6, PAR Cycle 1)
The gym started bringing in new equipment that was too difficult for
me to get on to. They had weights that were too heavy for me to lift
and I had to get someone to help me with this. They were not userfriendly for me. (Participant 3, PAR Cycle 1)
Alongside physical access, the participants’ also explained that fitness centres system
access inclusivity could be variable. The men identified inclusive features of system
access at fitness centres, which comprised of a variety of programmes that suited
people of all abilities, fitness centre staff that understood disability issues, and a fitness
centre that is affordable.
They have got trainers and they took me around for the first four
visits and set me up on a programme best designed to suit my ability.
(Participant 4, PAR Cycle 1)
However, the men heard from the non-disabled partner (on her exploration of fitness
centres) that commercially owned fitness centres lacked inclusivity because they were
expensive to join. After visiting the fitness centres of their choice in PAR Cycle 3, the
men became aware (from the items on the AIMFREE instrument) that fitness centres
should have inclusive mission statements. However, they discovered that either fitness
centres did not have a mission statement, or the facility staff did not know if they had
one. If a mission statement was present, it often did not include people with
disabilities. The participants also found that fitness centres did not advertise that they
are inclusive of people with disabilities. It was interesting that the topic of marketing
and advertising fitness centres for people with disabilities arose often across the PAR
cycles (particularly between Cycles 3 and 4).
Well this facility does have a mission statement, but here is no
mention in that mission statement specifically about people with
disabilities. (Participant 2, PAR Cycle 2)
PAR Cycle 3 discussion
Participant 8: Even though our gym is user-friendly and the staff
are so personable with you, they have never
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thought of advertising, “We welcome people with
disabilities.”
Participant 1: I think the gym has to make a decision. If you look
at where [commercial fitness centre] focuses their
advertising, it’s on the “beautiful people.”
Participant 2: I think you have hit the nail on the head. I think a
lot of gyms don’t consciously make allowances for
people with disabilities.
Researcher:

Why do you think that is?

Participant 2: It’s about percentages. I mean looking forward
from a business point of view, I don’t think enough
percentage of their clientele would be disabled.
In PAR Cycle 5, the men met with a Disability Advocate who facilitated discussion
regarding governmental legislation for accessibility and inclusivity of the built
environment. The Disability Advocate explained that governmental legislative
documents (i.e., The NZ Building Act and the NZ Building Code) provide minimal
standards for buildings to be designed and built to be accessible for all. A second
document, called the NZ Standards: Design for Access and Mobility (NZS:4121) sets
out minimal specifications similar to the NZ Building Code however, in some sections
outlines best practice guidelines with higher specifications than the NZ Building Code.
The intent of NZS:4121 is to provide building professionals (i.e., architects, developers
and builders) with guidelines of how they could meet compliance with the accessibility
standards inherent in the NZ Building Code. However, the NZS:4121 is not a legally
binding document. This means building professionals are free to choose whether to
build to specifications that exceed the minimal standards (as outlined in the NZS:4121)
of the NZ Building Code. The participants were astonished to learn that this document
was not mandatory for building professionals to abide by and can therefore appreciate
that inclusive and equitable access is unlikely to occur unless NZS:4121 becomes law.

PAR Cycle 6 discussion
Disability Advocate:

One hurdle is that the building standard
NZS:4121 about accessibility is voluntary.
It’s not mandatory, it’s not law and so
builders have a choice in how they comply
with the [accessibility aspect] of the
Building Code. Until it becomes mandatory
[NZS:4121] we’re going to be struggling
[for equitable access]. The least we could
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expect is level access all the way through [a
building] and elevators to get to the second
floor. There are places going up that don’t
even have an elevator going up to the
second floor!
Participant 1:

That’s places going up now [being built in
the rebuild of Christchurch after buildings
were demolished after the earthquakes]?

Disability Advocate:

Yes!

Participant 8:

That’s unbelievable!!

The men learnt from the Disability Advocate that building developers do not
understand disability issues and perceived designing inclusively would increase the
cost. Therefore, they are more likely to design the built environment to minimal
standards rather than consider equitable access.
It’s a cost thing and it’s an afterthought. The [building developers]
have got no experience; they don’t know what accessibility is about.
So they read a book and think they have done accessibility. With a
door around the back so people can get in, they [perceive that] will
be fine. It’s ignorance and to me there’s a bit of greed that comes
into it. They want this thing [the building] up quickly so they can get
the money in. I’ve also heard developers stand up and say it’s all
great, but unless its law, they won’t do it [exceed minimal standards
for accessibility]. (Disability Advocate, PAR Cycle 6)
The participants described that equitable access in the built environment enhanced
inclusivity for people with disabilities. The main building feature that the men decided
was essential to equitable access was the entrance area design. Some participants
explained that in some instances they had been excluded from a building because they
were unable to open the door. Requiring another person to assist a stroke survivor to
enter a building (e.g., a fitness centre) could create a barrier to physical activity
participation. In contrast, the men felt that automatic doors allowed safe and equitable
access for all people. The participants had noticed that disability access is often
situated in a different area of the building (e.g., around the back of the building) and the
men were adamant that this type of access was not equitable. Indeed, some of the male
stroke survivor participants in this study expressed how degraded, demeaned and
disappointed it made them feel when having to use such entrance areas.
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Ultimately you want an automatic door. That is the ultimate! The
automatic doors do even the playing field don’t they? They are the
one thing that makes it even. (Participant 1, PAR Cycle 6)
5.4.3

Societal attitudes.

Attitudes, both positive and negative, from other people in society featured in the
majority of PAR cycles. Four of the participants had encountered positive attitudes
from members of the fitness centre environment. Most of the participants felt if they
were to encounter welcoming, friendly and helpful fitness centre staff along with
encouragement from other gym users, then they would be more likely to attend that
facility because it felt inclusive. Two participants described how the fitness centre staff
in the facility they attended went out of their way to be helpful in terms of adapting
equipment and recommending times that were less busy, so they could exercise without
feeling they were getting in the way of other gym users.

PAR Cycle 3 discussion
Researcher:

Do you think that fitness centres know about, or
have thought about, adaptive equipment for people
with disabilities?

Participant 5: Yeah they have at my gym. Some of the weights I
do (because I have no grip on my left hand) they
[the gym staff] have made a strap that I put on my
wrist so I can lock the weight on. It is very good.
They got a big tick for that!
My [pre-stroke] running group were very supportive. Two of them
came to see me in hospital and I still take part in the coffee mornings
they have, I always get an invitation. Well I did the city to surf [a
community orientated running event] because of their
encouragement. (Participant 2, PAR Cycle 1)
The majority of participants discussed their surprise at health professionals’ attitudes
towards recovery from stroke and lifestyle change. Indeed, the non-disabled partner
reported that when she visited the disability specific fitness centre, one staff member’s
attitude (a physiotherapist) was perceived as negative. For example, there was a sense
that the physiotherapist’s philosophy was to provide social support to people with
disability, rather than encouraging and training any sort of improvement in symptoms
or health and well-being.
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The men also expected that health professionals would educate them about the
importance of physical activity for healthy well-being, however this was not their
experiences. One participant was astounded when he visited his doctor with a high
cholesterol reading post stroke and discovered that the doctor gave no education about
diet or physical activity but prescribed a higher dose of medication.
I went to the doctor and I had higher cholesterol and the doctor gave
me a statin, he didn’t even talk to me about my diet! (Participant 1,
PAR Cycle 4)
The participants also experienced frustrating negative attitudes from non-disabled
people. Two examples provided were seeing non-disabled people parking in disability
car parks, or non-disabled people watching them struggle without offering assistance
when they were out in the community.
I have a disability card because I can’t walk long distances and
people who don’t have handicaps pinch all the accessibility car
parks! (Participant 6, PAR Cycle 1)
I was in the bookshop the other day and trying to open the door. I
managed to pull the door open enough to put my foot in the door and
when I finally got it open, a woman dived in front of me and I just
couldn’t believe it! In that same bookshop on another occasion, I had
exactly the same problem opening the door. The owner of the facility
was standing inside not two feet away and never attempted to help me
out. That was the finish. I will never go there again! (Participant 4,
PAR Cycle 1)
Three participants felt that non-disabled people needed to be more accepting and
accommodating of people with disabilities because, despite living with the aftermath of
a stroke, this should not have changed their worth as citizens within society. They
explained how they are still people and others in society should treat them as equals.
The men had begun to understand and realise that particular members of society will
not change their attitudes unless people with disabilities play an advocacy role and
educate non-disabled people about accessibility issues. They were mindful that such
education needed to occur in a positive manner (rather than from a negative perspective
such as via complaining) as this may be a more powerful and influential approach to
bring about societal attitudinal change.
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I want people to accept me as I am. That’s what I want. A lot of
people haven’t got the time of day for people with disabilities. No
matter what your capabilities are, we have a disability but we still
pay taxes like an able-bodied person, so we should be treated the
same in my opinion. The more I have been doing this project, the
more I can see the need for people who are disabled to be accepted
as part of the community. The truth is since I’ve been, not hounding
them [fitness centre owners] but going about it in a friendly manner,
they have become more aware of disability issues. (Participant 4,
PAR Cycle 3)
Between PAR cycles 6 and 7, one of the participants wrote to his local newspaper as a
way of educating other members of society about accessibility issues that he faces in
the community. This triggered a newspaper dialogue of responses from other
individuals with disability in the community who commented on their accessibility
experiences (see Appendix 15 for examples of the newspaper dialogue). Following the
newspaper articles, this participant was invited by a representative from his local
council to become a member of the council’s Access Group.
5.5

Discussion

This study aimed to explore elements that contribute towards or limit user-friendliness
of fitness centres. The findings from this end-user investigation with male stroke
survivors augment and strengthen the results and conclusions from the systematic
review of the previous chapter. From the explorations of the PAR group, three
influential factors that appeared to be fundamental as to whether male stroke survivors
can participate in physical activity at fitness centres emerged. These three factors were
(a) the stroke survivor’s intrinsic intrapersonal factors (such as self-efficacy and their
beliefs about access), (b) the inclusivity of the built environment, and (c) societal
attitudes. It became apparent to me when considering the conclusions reached in the
systematic review and this PAR study that perhaps these three factors interconnected to
influence stroke survivors’ participation in physical activity (particularly at fitness
centres) (see Figure 7). My thoughts appeared to be comparable to other research
whereby the greatest barriers for people with disabilities engaging in physically active
behaviours in their communities are those which are socially constructed, in particular,
other people’s attitudes and an inaccessible built environment (Bullock & Mahon,
2001; Imrie & Hall, 2001b; Milligan, Nieuwenhuijsen, & Grawi, 2014; Riley et al.,
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2008; Saebu, 2010). In addition, a stroke survivors intrapersonal factors (specifically
self-efficacy) strongly correlate to participation in physical activity (Saebu, 2010).

Figure 7 The interplay of factors that influence participation in physical activity
for male stroke survivors. This figure illustrates the powerful influence of societal
attitudes, which directly affect the built environment legislation and stroke
survivors’ intrinsic intrapersonal factors. In turn, legislative standards directly
influence the inclusivity of the built environment (specifically physical and systems
access and equitable access). Together, societal attitudes and the inclusivity of the
built environment also influence a male stroke survivors self-efficacy and
accessibility beliefs as to whether they participate in physical activity at fitness
centres.

Above all else, this study illustrated that societal attitudes appear to be the most
powerful and influential element contributing towards access to, and participation in,
physical activity for this population group. These findings support the current
evidence. Attitudes of non-disabled people (e.g., fitness centre staff, other gym users,
and building professionals (i.e., architects, developers and builders)) arose repeatedly
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across the majority of the PAR cycles. The effect of other people’s attitudes, whether
positive or negative, can have a powerful influence on how safe, valued and accepted
stroke survivors feel engaging in physically active behaviours. Non-disabled people’s
beliefs about disability are largely shaped by historical ideologies, cultural values and
interaction with others (Bullock & Mahon, 2001). Indeed, very recently, Saxton has
suggested that since ancient times, negative stereotypes regarding disability have
occurred whereby people with disability were shunned from society because they did
not depict an image of beauty, goodness and worthiness (Saxton, 2018). People with
disability were seen as passive, unattractive, unfit and unworthy members of the
community (Bullock & Mahon, 2001; Saxton, 2018). Although attitudes are changing
(albeit slowly), negative stereotypes and ignorance about disability issues persist in our
society today (Bullock & Mahon, 2001; Hammel et al., 2006; Imrie & Kumar, 1998;
Peat, 1997; Saxton, 2018).
Negative disability stereotypes can enforce a powerful message of exclusion where
people with disability can begin to internalise and believe these attitudes as their reality
(Cattaneo & Chapman, 2010; Saxton, 2018). The PAR study illustrates this notion. At
the outset of this study, the men believed and accepted that not all buildings would be
accessible for them. They also felt that not all buildings should have to be accessible,
believing that building owners of commercial facilities could choose to provide
inclusive access or not. Wheelchair users in Bromley, Matthews and Thomas’ (2007, p.
237) qualitative interview study support this concept which they term “disabled
acceptance”, meaning they accepted poor levels of accessibility in their communities as
their “lot”.
In contrast, however, Johnston et al’s (2015) participants with disability explained how
such beliefs created barriers for them to engage autonomously within their
communities. These participants recognised they needed to demonstrate resilience and
self-efficacious behaviours to overcome these socially constructed barriers to maintain
their dignity and engage in physical activities of their choosing. The participants in this
PAR study perceived they were intrinsically motivated and certainly demonstrated selfefficacious behaviours (i.e., self-confidence, determination and acceptance of the
stroke). For example, some of the participants explained in the first PAR cycle that
they devised their own programme for physical activity and were not afraid to push
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boundaries to achieve their goals. It was interesting however, that, right up until the
time the PAR group visited the commercially owned fitness facility in PAR Cycle 5,
the men were adamant they would not be welcome at this type of fitness centre. They
felt strongly that, on one hand, the other gym users would not want to exercise with
“broken old men” and, on the other hand, they themselves did not wish to exercise with
“lycra bunnies”. So although they showed resilience and self-efficacy in engaging in
physical activity, it seems the men were still influenced by negative stereotypical
attitudes, accepting that there were places in society that would, could, and did exclude
them.
However, it is also not surprising that the participants in this study felt excluded from
certain fitness centres. In particular, the participants noted that fitness centres did not
advertise that they were inclusive of people with disabilities. Rimmer (2005) and
Anderson Grant and Hurley (2017) share this opinion. Non-disabled people, who are
often ignorant about disability issues, are the likely creators of fitness centres marketing
and advertising policies. The imagery fitness centres use for advertising to consumers
appears to be an important consideration for an individual with disability to decide if a
facility would allow them to feel accepted, supported and safe.
Evidence suggests that at a policy level, management staff of fitness centres portray
negative attitudes towards people with disabilities. Indeed, it is discouraging to
discover that fitness centre managers in Reklaitiene, Pozeriene and Ostaseviciene’s
(2016) interview study intentionally did not invite people with disabilities to engage in
physical activity at their facility because if they did, they would then be obligated to
accommodate their needs. Fitness centre managers perceived attending to accessibility
barriers as expensive (Anderson, Grant, et al., 2017). Deliberate exclusion effectively
removes an individual’s choice, and their right for equitable access (Imrie & Hall,
2001b; Milligan et al., 2014; Rolfe et al., 2012). In contrast, the participants in this
PAR study felt extremely supported by the fitness centre staff at the facilities where
they exercised. The men that exercised regularly at a fitness centre felt the staff were
welcoming. Indeed, it has been suggested that providing a welcoming and friendly
atmosphere is important for enhancing and sustaining self-efficacy and participation for
people with disabilities (Johnston et al., 2015; Milligan et al., 2014). In addition, the
participants in this study felt the fitness centre staff were knowledgeable in supporting
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their progression and goal achievement. Evidence suggests fitness centre staff believed
they demonstrated expertise and confidence when working alongside people with
disabilities (Anderson, Grant, et al., 2017; Kasser & Rizzo, 2013; Wiles et al., 2008).
However, these findings should be interpreted with caution as fitness centre staff in
these interview studies are likely to provide positive and socially acceptable responses
in order to portray themselves and/or their fitness centre in a favourable light (Kasser &
Rizzo, 2013). In contrast, studies have also shown people with disabilities report an
alternative reality suggesting fitness centre staff attitudes, particularly regarding
knowledge of their condition and ability to adapt programmes were lacking (Elsworth
et al., 2009; Reklaitiene et al., 2016; Rimmer, Riley, Wang, Rauworth, et al., 2004;
Rimmer et al., 2000; Rolfe et al., 2012; Scelza, Kalpakjian, Zemper, & Tate, 2005).
People with disabilities want to feel confident that fitness centre staff understand their
needs because it would enhance their feelings of safety (Anderson, Grant, et al., 2017;
Elsworth et al., 2009).
It was interesting that the men in this PAR study paid little attention and discussion to
family members attitudes towards supporting them to participate in physical activity
particularly when five of the seven men required support from their partners for
transport and two participants needed assistance to carry out their exercise programme.
As noted in the literature review, family members can create barriers to participation
(e.g., by being hypervigilant because of their concerns about safety). However,
evidence has also identified that family members are a fundamental ingredient to
supporting and enabling stroke survivors to build self-efficacy, resilience and
participation in physical activity (Ahuja et al., 2013; Clark & Black, 2005; Lou et al.,
2017; Murray & Harrison, 2004; Sarre et al., 2014). There may be a number of
explanations for my study findings. For example, as the researcher, I was conscious not
to bias the discussion with knowledge gained from the current literature, so did not
specifically engage the men in dialogue on this particular topic. As the men were
already self-efficacious in their physical activity behaviours, they may have taken their
spousal support for granted. Furthermore, the men may not have felt that discussion
about family member support was the focus in the study, particularly when the goal of
the PAR group was to explore fitness centre accessibility.
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Towards the end of the study, when discussing their findings with the disability
advocate, the men came to the realisation that the primary reason for poor accessibility
of the built environment was due to building professionals’ attitudes and how they
interpreted the building legislation. Indeed, these findings are supported in Gleeson’s
(1997) research about accessibility compliance in Dunedin, NZ. Disability advocacy
stakeholders in his interview study explained that most building professionals are
driven by cost and their poor understanding about disability issues (Gleeson, 1997). It
is disappointing to discover that the male stroke survivors in this PAR study
encountered the same accessibility issues in the NZ built environment that were
identified by Gleeson (1997) in NZ all of two decades ago.
Along with building professionals’ attitudes, the participants were also disheartened to
learn that the building legislation in NZ (The NZ Building Act (2004) and the NZ
Building Code (2014)) provides for only minimal standards for accessibility. This was
a very disappointing discovery for the participants, particularly when the NZ Human
Rights Act (1993) claims it is unlawful to deny access for people with disabilities, and
the Building Act (2004) indicates that public buildings must accommodate the
accessibility needs of people with disabilities (Gleeson, 1997; Human Rights
Commission, 2012). The accessibility standard NZS:4121 (outlined in Chapter 4) is
not mandatory and has only been available free of charge since 2012 (Human Rights
Commission, 2012). Enforcing the NZ building legislation for accessibility is
challenging because it is ambiguous (particularly regarding alterations of existing
buildings) and contains loop holes which can be interpreted differently by building
professionals and building regulators (Gleeson, 1997; Malatest International, 2014). As
Gleeson (1997) and Hammel et al (2006) succinctly point out, sub-standard compliance
legislation and its subsequent dubious enforcement remain at the forefront of an
inaccessible built environment.
Legislation in NZ (as with many other Western countries) appears to miss the whole
notion of equitable access. For example, the NZ building legislation requires a building
to have just one accessible entrance route without restriction of where it is situated
(Human Rights Commission, 2012). As the participants in this PAR study explained,
having to go around the back of a building to gain access is upsetting and degrading.
Participants in Imrie and Kumar’s (1998) research described similar feelings of
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hopelessness, humiliation and exclusion when they tried to access buildings in their
communities. The participants in this PAR study explained how they prioritised
doorway design as the greatest influential and powerful “game changer” in whether
inclusive and equitable access is achieved. As other studies have shown, most entrance
area doors are not automatic but are often heavy manual doors, which are too narrow or
extremely difficult to open (Bromley et al., 2007; Elsworth et al., 2009; Hammel et al.,
2006; Hernandez, Balcazar, Keys, Hidalgo, & Rosen, 2006). It would seem a simple
solution for building designers to choose to have an automatic door (particularly at the
building entranceway) early in the design process. However, this does not appear to be
the reality.
The men in this PAR study also prioritised bathrooms/toilets and car parking as poorly
accessible elements of the built environment. Bathrooms/toilets often had doors that
were difficult to open and it was challenging for individuals to manoeuvre themselves
in the cubicle because it was too small. Johnston and colleagues’ (2015) participants
with disabilities also reported obstacles in their path of travel to, or within the disability
toilets at community exercise facilities which rendered them unusable. The participants
in this PAR study identified that car parking was also problematic in terms of the
positioning of the disability parks. Often they were too far away from the building
entrance or they were close to the building but some distance away from the disability
entrance to the building, leaving the participants exhausted before they entered the
fitness centre. Koh (2009) and Stoelzle (2012) noted comparable findings in their
fitness centre evaluations (see Chapter 4). These examples of poor accessibility further
emphasise and strengthen the need for building professionals to adopt the principles of
universal design in building legislation.
This study has limitations. I acknowledge that I am a novice in undertaking PAR. To
maintain an open collaborative space during PAR, I, at times, chose to internalise my
thoughts during group meetings especially if I held an opposing view. Therefore, I may
not have challenged the participants’ assumptions, thereby perhaps missing a chance to
obtain richer and more in-depth data.
At the beginning of the study, it proved challenging to recruit participants. I did not
receive a response from the not-for-profit stroke organisation. This may have been
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because, as suggested by Fudge, Wolfe, and McKevitt (2007), the administrative team
of the organisation believed that their members feel over-researched and so were
reluctant to be the gatekeeper on behalf of the members of the organisation. I was
therefore reliant on physiotherapy colleagues as recruiters of potential participants,
thereby placing them in the role of gatekeepers to contact potential participants for the
study. It is recognised that gatekeepers can bias the sample because their worldviews
and preconceived ideas about the project will likely influence who they choose to
contact (Kroll, Barbour, & Harris, 2007; McAreavey & Chaitali, 2013; Sixsmith et al.,
2003).
Having physiotherapy colleagues as the only source for recruiting participants meant
the pool from which potential participants could be found was significantly decreased.
All of the recruitment issues experiences in this PAR study led to a final sample of
stroke survivors that was not representative of the stroke survivor population. Besides
the geographic location of the study (one metropolitan area in NZ), the sample of
participants is therefore generalisable to the regularly physically active male stroke
survivor demographic only. However, it could be argued that stroke survivors who use
a fitness centre are more likely to have experienced elements of the facility that
contribute towards or limit user-friendliness.
The final limitation of the PAR study is the notion of dominant participants whose
voices potentially overshadowed other group members. Participants 1 and 4 were the
most articulate members of the PAR group who acknowledged that they did not have
cognitive impairment following stroke. Indeed, some of the remaining group members
indicated they found it challenging to engage in the discussions because of their
reduced cognition and speed of processing information. These participants often used a
few words during the discussions such as, “I agree” or “Yes, that’s right” to express
their thoughts. Overall, I felt the more articulate individuals within the group did
represent the entire group’s thoughts, as they (or I) would often summarise the
discussions. Furthermore, I acknowledge it was challenging facilitating a group of
stroke survivors with and without cognitive impairment. I would often draw less
articulate individuals into the discussion to ensure they could express their thoughts.
Chapter 6 extends on this limitation.
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5.6

Conclusion

This study used a PAR approach to explore male stroke survivors’ perceptions and
experiences of the user-friendliness of fitness centres for access to and participation in
physical activity at fitness centres. Enhanced health and well-being along with
engagement in pre-stroke life roles are powerful intrinsic motivators for participation in
physical activity. The first hurdle for male stroke survivors to overcome is developing
self-efficacious behaviours. However, even once stroke survivors achieve self-efficacy
to be physically active, they face considerable barriers in the built and social
environments. The findings of the first six PAR cycles illustrates that non-disabled
people’s attitudes and their lack of knowledge about disability issues have the greatest
influence across all levels of the social ecological framework for male stroke survivors
to access and participate in physical activity at fitness centres.
I was intrigued that the men in this PAR study did not highlight the idea that their
primary support persons (e.g., their spouse or partner) influenced their participation in
physical activity. This was particularly interesting considering the literature review
identified that family member support was an important enabler alongside self-efficacy
and an accessible built environment for stroke survivors’ engagement in physical
activity. Therefore, understanding the role primary support person’s play in supporting
male stroke survivors’ to participate in physical activity became the focus of the final
study (Strand 3) in this programme of inquiry.
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Chapter 6

Strand 2: Male Stroke Survivor Reflections on
Participatory Action Research

6.1

Chapter Overview

In this chapter, I present the final PAR cycle (Cycle 7). Here, I “close the loop” of the
PAR to explore the participants’ reflections relating to the PAR processes, outcomes,
and their journey towards empowerment and advocacy for disability access.
6.2

Introduction

Disability research using a PAR methodology is growing (Beresford, 2007; Boote,
Wong, & Booth, 2012). In PAR, researchers and people with disabilities work
collaboratively to define, explore, understand and solve problems that are relevant and
meaningful for individuals with disability (Kemmis & McTaggart, 2000; McIntyre,
2008). Such a collaborative relationship is said to enhance the quality, worth and
relevance of the research (Barber, Beresford, Boote, Cooper, & Faulkner, 2011), while
also resulting in personal and/or societal change (Kemmis & McTaggart, 2000;
McIntyre, 2008; Reason & Bradbury, 2001).
To work towards achieving change, the PAR group engaged in a cyclical process of
planning, action and reflection. While all aspects of the PAR cycle are important, the
reflection component plays a key role in facilitating change (Chiu, 2006). “In-action”
reflection (during each PAR cycle) facilitates the PAR group to deconstruct their
learning experiences and challenge their assumptions, thereby developing new
knowledge, and altering perspectives and future actions (Delany & Watkin, 2009; Fook
& Gardner, 2007). In addition to “in-action” reflection, it is also important for
researchers to reflect “on-action” by reflecting on the PAR process and its outcomes
(Schon, 1983). Reporting on both the successful aspects as well as factors that hinder
PAR processes and outcomes could be valuable for the learning and future insights of
other researchers when considering the use of PAR with a disability focus (Abelson &
Gauvin, 2006; Chiu, 2006; Minkler & Wallerstein, 2008).
Despite the use of PAR having grown considerably in the last decade (Boote et al.,
2012), reports of “on-action” reflection remain a rarity (Abelson & Gauvin, 2006;
Barber et al., 2011; Robinson, Newton, & Dawson, 2012). Systematic reviews that
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have investigated the impacts of patient and public involvement in healthcare research
(Brett et al., 2012; Fudge et al., 2007) found that, although PAR studies reported the
beneficial impacts of the research, they lacked description of the challenging aspects of
PAR.
While three published studies involved people with stroke in PAR (Allison et al., 2008;
Hammel et al., 2006; Hebblethwaite & Curley, 2015), these studies did not reflect “onaction” at the completion of the PAR from the stroke survivors perspectives.
Therefore, to add to our understanding about using PAR as a research tool I followed
Armstrong’s (2003) suggestion and “closed the loop” to reflect on the participants’
experiences and perspectives of being involved in the PAR study. Following
dissemination of the PAR findings via video interview in the final PAR cycle, I was
particularly interested in exploring the participants’ reflections on their participation in
the PAR process and their views about what outcomes had been achieved across the
duration of the PAR study.
6.3

Methods

As this chapter presents the final PAR cycle, I have described most of the methods in
the previous chapter (e.g., recruitment, participants, data analysis). Therefore, I only
present methods that differ from those described in the previous chapter.
6.3.1

Data collection.

Two of the participants (participants 6 and 7) withdrew from the PAR study after PAR
cycle two because of personal priorities. One participant’s wife had a stroke and the
other participant wanted to pursue further formal rehabilitation. Therefore, for the final
PAR cycle, I engaged with the six remaining PAR group members (five male stroke
survivors and the non-disabled partner (the “joiner”) (see Table 6.1 for demographic
details of the male stroke survivor participants)) in semi-structured individual
interviews (using the interview guide in Table 6.2) at the participant’s home. Each
interview lasted between 30 minutes and one hour. I interviewed the non-disabled
partner (“the joiner”) together with her male stroke survivor. In one other interview,
the spouse was present and contributed to the conversation when invited by the
participant.
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Table 6.1 Demographic information of male stroke survivor participants
Male stroke survivor participants
Age
(years)

Time
since
stroke
(years)

Mobility
status

MRS
MRS-SI

Primary
support
person

57

3

Independent
(no aid)

2

Wife

60

2

Independent
(no aid)

2

Wife

60

4

Independent
with w/s

3

Wife

63

1

Independent
with w/s

3

Female
partner

68

8

Independent
with w/s

3

Wife

Type of support required

Personal cares
Emotional support
Transport
Personal care
Meal preparation
Assist with exercise programme
Transport
Personal care
Organising the day
Transport
Personal care
Meal preparation
Transport
Personal care
Meal preparation

Post-stroke
physical
activity
(TTM
category)
Maintenance

Maintenance

Maintenance

Maintenance

Maintenance

Note 1. w/s = walking stick
Note 2. TTM = Transtheoretical Model of Behaviour Change (Marcus et al, 1992): Action = I currently
exercise regularly but I have only begun doing so within the last six months; Maintenance = I currently
exercise regularly and have done so for longer than six months
Note 3. MRS = Modified Rankin Scale/MRS-SI = Modified Rankin Scale-Structured Interview: 1 = no
significant disability; 2 = slight disability; 3 = moderate disability
Note 4. To ensure anonymity of the participants in the findings section, I have not included a participant
number or ethnicity.
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Table 6.2 Individual interview guide
Research Questions

Interview guide questions
What did you enjoy most about being involved in the
research project?
Were there any benefits to being involved in the research
project?

What was the
participant’s reflection
on being involved in the
research project?

Was there any part of the research process that you did
not enjoy?
Could any part of the research process been done
differently?
Did you feel there were any barriers for you to participate
in the research project? What were these?
If you could tell others about being involved in this type
of research, what would you say?
The aim of the project decided by the group was to define
a gym that would be acceptable (accessible and usable)
for someone that has had a stroke. How well do you feel
we achieved this goal?

How well were the
research goals met?

One of the aims of PAR is to facilitate change. How do
you think the research group did in this aspect?
At the beginning of the project, participants described
their aspirations for being involved in the research. How
did you feel about your aspirations in relation to the
outcomes achieved in the research?

During the interview, I also evaluated the participant’s perceived levels of participation
using Health Canada’s Public Involvement Continuum framework. This framework
consists of five levels of public involvement and influence ("The Health Canada policy
toolkit for public involvement in decision making.," 2006). Level one (informing and
educating) on the continuum represents low levels of participation whereas levels four
and five (engaging and partnering respectively) indicate higher levels of participation.
The boundaries between each level are blurred, allowing participation to move fluidly
forwards or backwards along the continuum thereby allowing for more than one level/s
of participation to occur simultaneously. I chose this framework because the language
appeared simpler and easier to interpret, compared to other more complex frameworks
of public participation, such as Arnstein’s ladder of participation (Arnstein, 1969). In
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addition, frameworks such as Arnstein’s ladder are hierarchal in nature, thereby not
allowing for the dynamic fluid movement of participation, in a specific context, at a
particular point in time (Tritter & McCallum, 2006).
I showed the participant the levels of the Public Involvement Continuum framework,
each displayed on a separate card and asked them to choose the card/s that best
described how they participated in the PAR study at three occasions across the study:
(a) at the beginning of the PAR study, having met the researcher but before meeting the
other PAR group members, (b) early in the PAR study, having met the other PAR
members, and (c) at the completion of the PAR project.
6.4

Findings

Two themes became evident within this data (see Appendix 16 for an example of how
the coding template was built into the themes from the raw data): (a) factors that
influenced collaboration, and (b) factors that contributed towards empowerment,
advocacy and change for male stroke survivors.
6.4.1

Factors that influenced collaboration.

The participants’ perceived levels of active participation and group leadership were
factors that influenced collaboration within the PAR group.
6.4.1.1 Levels of active participation.
Participants identified three aspects that affected participation and collaboration in
PAR. First, they identified their stroke related impairments created barriers to
engagement in the study. Participants with cognitive changes recognised they were
slow to process the group dialogue. They found the group conversation had often
moved on before they had a chance to participate. Their physical impairments such as
difficulty walking and fatigue limited the participants’ ability to get “out and about”,
for example, to visit fitness centres, which was one of the actions required in the PAR
process. Three participants were unable to drive so had to rely on family members or
friends for transport. These participants felt that without such support, their
participation in the action phases would have been too challenging to achieve.
Like I [knew] what needs to be done to make [something] happen, but
you know, here’s a lot of broken old guys who really can’t carry out
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those expectations. Although I can walk somewhat and do some
things, tiredness and all those things is very limiting. So if you had a
group like that, plus some able-bodied people to go and do the stuff.
[The non-disabled participant] was useful and that was what
redeemed it. (Participant 1)
Second, the participants acknowledged the cultural diversity within the group (i.e.,
individuals who identified as NZ European, Indian or Sri Lankan) created challenges to
participation and collaboration because of language barriers and differing worldviews.
There wasn’t only the language thing, [there was also] the cross
cultural thing. People from another culture think differently. They
have a different worldview. Their way of approaching things was
different. (Participant 1)
Third, participants who dominated the conversations created a challenge for other
group members to participate in the dialogue, in particular those with cognitive
impairment. One participant devised his own strategy to aid his participation where he
would write down his ideas while waiting for an opportunity to voice his views.
I was always conscious that as a part of a group, you make your
contribution and you listen to what other people said, whereas I don’t
think [the dominant participants] always realised that. Sometimes I
thought, “[expletive], I’ve got to say this or I might forget to say it”
[laughter]. (Participant 2)
In addition, I illustrated the participants’ global perspectives on their level of
participation at three time points across the PAR project using The Health Canada
Public Involvement Continuum framework (see Table 6.3). Although these findings
show that the participants moved from low levels of participation to higher levels of
participation, within each time point, varying levels of perceived participation were
observed between individuals.
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Table 6.3 Participant perceptions of participation in PAR
Participants perceptions of participation from beginning to end of the PAR project

Partnering

Engaging

Discussing

Gathering information

At the end of the
process

Informing/Educating

Partnering

Engaging

Discussing

Gathering information

Partnering

Engaging

Discussing

Gathering information

Informing/Educating

Participants Levels of participation from
Health Canada Public
Involvement Continuum

Informing/Educating

Early in the PAR
process having met
other group members

Before meeting other
group members

1
2
3
4
5

Note. This table illustrates each level of the Health Canada’s Public Involvement
Continuum framework which is repeated for each of the three time points across the
PAR study (at the beginning before meeting other group members, after the initial PAR
group meetings, and a the end of the PAR study). Participants chose the level/s of
involvement that best described how they participated in the PAR study at each of these
periods. For example, Participant 3, at the second time point, perceived that his level of
involvement was “discussing”. By the end of the PAR study, he felt that he was
“engaging” and “partnering” within the group.
Although the participants perceived participation in PAR as challenging, they described
feelings of enjoyment throughout all PAR phases, which fostered collaboration. The
participants felt the group meetings provided a forum to collaborate with like-minded
individuals to discuss, debate, and reflect on their experiences meaningfully. They
were often inspired by successful PAR “actions” and each other’s activities and
accomplishments, which motivated them to continue participation.
I think the biggest plus of a group like this is we probably bounced
ideas off each other quite well and that generates other ideas and
other thoughts. I think the people who were there [PAR group
members] were all keen to contribute in their own way and what we
did was fine. I don’t think the group was ever backward at coming
forward. Everyone contributed pretty well didn’t they? Seeing all
those people despite their limitations and everything else they were
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still very keen to get out there and do something about it. I think that
is probably good for your morale and good being part of it.
(Participant 2)
As we put down the structures and sorted out the various things that
we wanted to do, and the directions we wanted to take, I quite liked
that part because after that the fun times did begin. Without those fun
times, we may not have got as far as we got. I loved it. I absolutely
loved it. I loved the contacts I made. I loved the various challenges
that we committed ourselves to, met, and probably superseded in
some cases. (Participant 4)
6.4.1.2 Leadership.
At the outset of the PAR process, the participants briefly sought leadership from me
(the PAR researcher). This helped the participants to understand the research method
and set a direction for the project, which fostered participation and collaboration as a
team. Over the course of the PAR project, the participants required less leadership
because they grew in confidence to make their own decisions as a team and
subsequently looked to the PAR researcher only for organisation of the action phases
and co-ordination for the planning and reflection phases.
I think we looked at the start to you [the PAR researcher] to help us
and give us the parameters you wanted us to work in. Well it didn’t
take us long to get past those. I think that we basically as a team ran
the operation. But I feel if we didn’t have the parameters laid out
from the start we would have easily folded. (Participant 4)
6.4.2

Factors contributing towards empowerment, advocacy and change.

As collaboration grew across the PAR cycles, the participants became enlightened
about accessibility issues in their community. Together they set goals, constructed new
knowledge, gained a sense of self-worth, developed a sense of empowerment and an
understanding about their role in advocating for disability issues. The participants
discussed and problem solved collectively through the support of the Disability
Advocate to establish strategies that could facilitate positive change for improved
accessibility in their communities.
6.4.2.1 Goal setting.
Participants’ responses at the end of the PAR indicated that they felt their goals for the
project had been set too high at the outset. During the individual interviews at the
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beginning of PAR, the participants indicated that successful outcomes for the project
broadly included improving services for people with disabilities (particularly stroke
survivors) and facilitating change in community accessibility for people with
disabilities.
If future facilities are changed a little bit to allow for anything that
we came up with, that would be a real plus. I think recognition by the
“powers that be” that physical changes might make a difference to
people, that would be beneficial. (Participant 2)
During PAR cycle two, the participants realised that these goals were not specific,
which made goal achievement difficult to attain. Therefore, the participants
collaboratively decided upon a more specific overarching goal, which was to, “define a
fitness centre that would be user-friendly for someone with stroke related
impairments.” Across the subsequent PAR cycles, the participants learnt to set small,
specific, achievable and realistic goals (agreed upon by all) in order to achieve their
overarching goal.
I think what happened was we “blue skied” at the beginning and
came up with goals that were totally unrealistic. And so over the
course [of the project] we then kind of narrowed that down a lot and
said, “Well hold on, let’s focus on two or three items.” So the goals
really became narrowed, narrowed, narrowed right down to be really
realistic. (Participant 1)
6.4.2.2 Knowledge construction.
Through engaging in the action and reflection phases of PAR, the participants appeared
to generate new knowledge and learning about barriers to physical activity for people
with stroke and accessibility issues in their communities.
I gained a lot more insight into what’s expected of a building [to
make them accessible to all] and I didn’t know that [before the
project]. (Participant 5)
The participants became enlightened (through first-hand experience) about societal
attitudes towards people with stroke, but described negative attitudes that they had
encountered from members of the community. One participant felt particularly
discouraged after discussing the project with his friends because he felt they doubted
his cognitive capability to participate in this research.
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I told [friends] that I am interested in this [research project and
what] I got from them is that, “You are not capable of doing that type
of thing.” I have found if I tell anybody, I will be considered a little
“loony” so I thought I would not say the things I know, I kept it to
myself. (Participant 3)
By the end of the project, participants enhanced their knowledge and understanding of
how accessibility issues specifically affected them personally, how poor access can
affect other people, and how attitudes of some non-disabled people can be disabling.
6.4.2.3 Sense of self-worth.
The PAR process raised the participants’ sense of self-worth in two ways. First, from
the new knowledge and the heightened awareness of accessibility issues, the
participants showed confidence to embrace opportunities to educate others (for
example, gym staff) about accessibility in the community. Second, the participants felt
they had produced tangible results that they felt might catch the attention of nondisabled people in the community. This sense of self-worth empowered some of the
participants to embrace opportunities to be disability advocates in the community. As
noted in the previous chapter, one participant took his newfound advocacy role
seriously, discussing community accessibility issues in a local newspaper article.
When I went to the [news] paper and got my screed right across the
front [of the newspaper], it instantly opened up. I got known and
quite a few people would approach and talk to me about various
things and most people were complimentary and I think it gave them
an opportunity to talk about different things as well. (Participant 4)
By the end of PAR, the participants’ personal worldviews were starting to shift away
from the idea that to access their communities they must adapt to its environment, to
the notion that it is a basic human right to enjoy equitable access alongside their nondisabled counterparts.
I don’t see that we have facilitated any sort of [societal] change. I
think we have just facilitated change in ourselves. (Participant 5)
I think I have become more aware of the problems people, of which I
am one, face. I think that is a bit of a worldview change. I haven’t
resolved the issues in my own mind yet but it has added food for
thought. It has kind of moved [my thinking] from maybe a little
intolerant of [myself], not intolerant, that is not the right word, but
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kind of “ harden up, why should the building owner have to provide
millions of dollars for a few people a year”. But it’s kind of moved
on [my thinking] and I can now see the other side of the picture.
(Participant 1)
6.4.2.4 Strategies to facilitate change.
Although participants felt they, at times, were treated negatively and unequally by a
society that is not inclusive of them, they developed an awareness that they themselves
could become disability advocates in their communities. With the support of the
Disability Advocate, the participants recognised that they could have an important role
in educating society about accessibility issues, for example, educating shop managers
about poor access within their stores.
The participants acknowledged that attempting to facilitate change as individuals is
challenging and that maybe educating society through a collective group of people with
disabilities would present a focused, cohesive and powerful voice to non-disabled
members of society. In addition, as the participants discovered from the impact of the
newspaper articles, using the media to provoke dialogue about accessibility issues
could be an influential medium to raise awareness to the community and politicians.
The PAR group appreciated that their voice in the community also needs to be
supported by sound evidenced based research, which is necessary to convince
politicians in particular, that accessibility issues for individuals with disabilities are
worthwhile to focus their attention on.
You need studies like this [this PAR study] because they are the
people [politicians] you are trying to convince. (Participant 1)
6.5

Discussion

This chapter reports on the male stroke survivors’ reflections on the PAR processes and
outcomes, which led them to becoming enlightened and empowered to advocate for an
accessible community for people with disabilities. One of the most valuable lessons
learned from these reflections was the importance of establishing consistent and
authentic collaboration within the PAR group. Collaboration is a dynamic (and often
tenuous) phenomenon that is developed over time through repetitive interaction
between individuals within a group (Mattessich & Monsey, 1992; Thomson & Perry,
2006). Factors that influence successful collaboration include establishing a shared
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vision and goals, active and open communication within the group to nurture mutual
respect and trust, flexibility and the openness to compromise or adapt to other’s views,
as well as leadership, and access to resources such as time and transport (Mattessich &
Monsey, 1992). Building a collaborative environment where individuals can enjoy the
freedom of choice, voice and autonomy in how they wish to participate likely leads to
enhanced self-efficacy and empowerment to create change (Bergold & Thomas, 2012;
Bigby, Frawley, & Ramcharan, 2014a; Cargo & Mercer, 2008; Potvin, Cargo,
McComber, Delormier, & Macaulay, 2003).
In this PAR study, building collaboration was indeed challenging. The participants
identified that the continuous cyclical nature of PAR to plan, act and reflect was
challenging because of their stroke related impairments (slower cognition, fatigue and
physical impairments) and that this affected their participation. Although I considered
myself an experienced physiotherapist in rehabilitation with stroke survivors, and
therefore familiar with the impairments following stroke, I acknowledge that I
underestimated the level of impact these would have for stroke survivors engaging in
PAR. The participants felt that their physical impairments, such as difficulty walking
and fatigue, limited their ability to get “out and about”, for example, to visit fitness
centres, which was one of the actions the PAR group felt was a requirement of the
project. To this end, they acknowledged the usefulness of the non-disabled partner who
they invited to join the PAR group. Deliberately recruiting non-disabled “joiners” to a
PAR group has been posed previously (Chapman, 2014). Sample (1996) adopted this
strategy when using PAR to collaborate with people with developmental disabilities to
address their recreational needs. As participants in Sample’s (1996) study all had
differing levels of cognition and abilities, the author modified PAR to include family
members as “joiners” to assist the individuals to participate in all phases of PAR.
Similar, McKevitt, Fudge, and Wolfe (2009) reflected on a user-involvement study
with stroke survivors and their families where some group members had
communication and mobility impairments. Including non-disabled family members
lessened the challenges of participation for the stroke survivors, thereby enabling and
enhancing participation (Chapman, 2014; Conder, Milner, & Mirfin-Veitch, 2011; Law,
2004; Oden, Hernandez, & Hidalgo, 2010). It is paramount however, that the role of
“joiners” is explicitly clarified at the outset so that the end-users voice remains
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consistently at the forefront within the group (Bigby et al., 2014a; Bigby, Frawley, &
Ramcharan, 2014b; Chapman, 2014).
Support, guidance and leadership from the researcher can foster participation and
collaboration. The participants in this PAR study initially sought leadership from the
researcher to provide the group with an understanding of the PAR research process and
facilitate a clear direction for the study. These findings resonate with McKevitt et al
(2009) and Arieli and Friedman’s (2009) research in which participants felt they did not
have sufficient knowledge of research methods at the start of their PAR study. It is
important that researchers recognise that participants are not always interested, or able,
to be involved in all aspects of research (e.g., initiation of the research or data analysis).
They may lack confidence (Abma et al., 2009) or be restricted by physical or cognitive
impairments (Blair & Minkler, 2009; Hayward, Simpson, & Wood, 2004; McIntyre,
2008).
Cultural diversity within the PAR group posed a further challenge to fostering
collaboration. Purely by chance, the PAR group included individuals from diverse
ethno-cultural backgrounds and life experiences. It became apparent (as PAR
progressed over time), that the diverse cultural backgrounds and different worldviews,
coupled with challenges where not all participants spoke English as their first language
and those with cognitive changes who were slow to process the group dialogue affected
participation and collaboration. I clearly underestimated the importance of an
individual’s worldview within the group dynamic. Binsiddiq and Alzahmi (2013)
explained that culturally diverse groups can experience power imbalances between
individuals. An individual’s worldview and attitudes are largely shaped by cultural
identity and life experience. If one cultural group perceives dominance over another
(whether intentionally or unintentionally), this is likely have a negative effect on the
participation and collaborative integration of the less dominant individuals in a group
environment.
It is worthwhile however, debating the impact homogeneity and heterogeneity
constructs have on the quality of group dynamics and therefore participation and
collaboration (Kitzinger, 1994; Parker & Tritter, 2006). The evidence in this arena is
conflicting (Binsiddiq & Alzahmi, 2013). For example, Kroll, Barbour, and Harris
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(2007) and Greenwood, Ellmers, and Holley (2014) suggest grouping participants into
smaller more homogeneous groups because it will likely improve the quality of
individual engagement and participation. In contrast, while heterogeneity may increase
the breath (Powell & Single, 1996) and enhance the generalisability of the evidence
(Robinson, 2014), it can create tension between group members (Kroll et al., 2007).
Furthermore, Greenwood and colleagues (2014) found very little difference in
participant involvement and engagement between ethnically homogeneous and
culturally diverse heterogeneous groups. In practice, I acknowledge, as do others
(Freeman, 2006; Fudge et al., 2007; Greenwood et al., 2014) however, that multivariable homogeneity is almost impossible to achieve especially if the group is small.
On reflection, having the researcher regularly checking in with each group member
individually to ascertain their well-being and feelings on inclusion, might go some way
to overcome these challenges in culturally diverse heterogeneous groups.
Successful collaboration in groups may not lie entirely with each individual’s personal
similarities or differences within the group. The key to success may rest with the group
as a whole and the atmosphere they create together. A space where individuals feel
respected, valued for their opinions, and where they feel safe to communicate openly in
the group may create a sense of belonging, ownership and meaningful involvement
(Bergold & Thomas, 2012; Binsiddiq & Alzahmi, 2013; Blair & Minkler, 2009; Law,
2004; Oden et al., 2010). Indeed, most of the participants in this PAR study were
stimulated, excited and empowered to achieve their goals through their collaborative
group successes. When the participants met with challenges in how they felt they could
participate, they found practical solutions to these problems (independently of the
researcher) thereby creating an accessible pathway towards their goal achievement.
In light of these challenges described in fostering a collaborative and open
communicative space, and the practical difficulties in the action phases, I was
somewhat surprised to discover that the participants developed personal change in their
worldviews about accessibility issues. In time, and as collaboration emerged within
this PAR group, it facilitated an ascending cascade of steps towards creating change
within the participants, via acquisition of new knowledge. For example, the
participants identified barriers to physical activity at fitness centres for themselves,
which made them realise how such barriers could also affect others in the community.
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In constructing new knowledge, participants felt they achieved confidence that they
could advocate for accessibility issues in their community. Acquiring new knowledge,
an increased sense of independence, an assertiveness to articulate their needs and an
increased desire to advocate through engagement in the PAR process are factors
consistent with the concept of empowerment (Cattaneo & Chapman, 2010; Dickson,
2000; Oden et al., 2010).
Empowerment is an evolving process of participation, action and reflection where
individuals or collective groups of individuals establish meaningful goals in order to
generate change at any or all levels of the social ecological framework (Cattaneo &
Chapman, 2010; Henderson, 1995; Wallerstein, 1992). Establishing meaningful goals
is a fundamental concept in an empowerment process because they become the driving
force for action and change (Cattaneo & Chapman, 2010; Wallerstein, 1992).
Interestingly, at the outset in this PAR study, the participants were thinking of goals
that may facilitate community and societal change. However, they soon recognised that
these were going to be too difficult to achieve, being a very small group of individuals
with disabilities. Cattaneo and Chapman (2010) indicate that an individual’s personal
experiences, their ability to participate, and the availability of resources will influence
the capacity to which a group of individuals can practically achieve change. This may
be why the participants in this PAR study acknowledged that, as a collective group,
they did not facilitate societal change in their community.
The participants in this study recognised that creating societal change for disability
access would not be easy, even when individuals feel empowered to become advocates
in their communities. Individuals advocating alone (or even in a small group) may not
have the capacity to create community or societal change (Braunack-Mayer & Louise,
2008). Disability organisations who work collectively towards the same goal are likely
to generate a much more powerful response in the socio-political arena. Practically (as
the participants in this study discovered), three core strategies may enhance change at
the socio-political level, (a) educational dialogue about disability issues, (b) high
quality evidence based research, and (c) support from non-disabled individuals who
strongly believe in the cause.
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Along with the limitations described in the previous chapter, the final individual
interview study also has limitations. I personally conducted the final individual
interviews, which may have biased participants’ answers because I had been the
researcher who had worked with them through the project. However, the participants
appeared to give honest responses because they did not require prompting or “drawing
out” during the interviews. I chose to facilitate the interviews because I had already
developed a rapport with the participants through the PAR process. Furthermore, I was
familiar with the study and the participants which could therefore help to interpret the
interview data (Minkler & Wallerstein, 2008; Piggot-Irvine, 2008).
6.6

Conclusion

Reflection “on-action” provides valuable learning to gain an understanding about
factors that foster collaboration and empowerment for male stroke survivors engaging
in PAR to facilitate community change. Achieving consistent and authentic
collaboration amongst group members via open communication, adapting and
accepting of other’s worldviews, and problem solving to find alternative accessible
solutions to overcome challenges along a PAR journey may allow individuals to
become enlightened and empowered to advocate for change in their communities.
The reflections and learnings that I have gathered from the final PAR cycle with the
male stroke survivors will be extremely valuable for the final strand of this thesis. In
the final strand, I adopt a PAR approach to explore support persons attitudes towards
physical activity and their barriers and enablers to encourage and support their male
stroke survivors to engage in physical activity. Understanding that active participation
and leadership are foundational constructs to establishing robust and authentic
collaboration will enable me to nurture an open communicative space where all group
members feel valued, respected, and empowered to engage in the research in whatever
capacity they choose.

132

Chapter 7

Strand 3: Participatory Action Research with
support persons of male stroke survivors

7.1

Chapter Overview

This chapter presents the final strand of the mixed methods inquiry for this thesis. I
have positioned this inquiry in the interpersonal level of the social ecological
framework. I was particularly interested in exploring support persons beliefs, attitudes
and experiences towards supporting male stroke survivors to access physical activity
because of the differences I found from the literature review and the men’s perspectives
in the previous chapters. The literature review highlighted that family members
(particularly the spouse or partner) can have a powerful positive or negative influence
on a stroke survivor’s participation in physical activity. However, in Strand 2 of this
thesis the men did not explicitly suggest that their primary support persons were
influential in supporting them to engage in physical activity.
I have used a participatory action research approach to first understand and explore the
experiences and perspectives of support persons of male stroke survivors towards
physical activity and barriers and enablers for them supporting their men to be
physically active. Together as a PAR group, the support persons and I worked
collaboratively to develop an educational health resource tailored specifically for
family members and friends of stroke survivors to empower them to support their
stroke survivors to access and participate in physical activity.
7.2

Introduction

Stroke affects the whole family (Green & King, 2009; Satink, Cup, de Swart, &
Nijhuis-van der Sanden, 2018; Visser-Meily et al., 2006). Presently, stroke survivors
experience a shorter length of stay in the hospital environment and therefore rely on
their spouse or partner and other family members for physical, cognitive, emotional and
social support (Foster et al., 2012; Morris et al., 2015; Quinn et al., 2014; Sadler,
Wolfe, Jones, & McKevitt, 2017; Visser-Meily et al., 2006; Ytterberg, von Koch, &
Erikson, 2017). Indeed, many stroke survivors acknowledge that their partner’s support
enhances their recovery (Anderson, Keating, & Wilson, 2017). However, the sudden
and unexpected changes experienced after stroke can leave the spouse or partner feeling
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overwhelmed with the additional responsibilities that they are expected to cope with
(Anderson, Keating, et al., 2017; Cameron & Gignac, 2008; Ekstam, Johansson,
Guidetti, Eriksson, & Ytterberg, 2015; Grant, Glandon, Elliott, Giger, & Weaver, 2006;
Hafsteinsdottir et al., 2011; Larson et al., 2008; Lou et al., 2017; Quinn et al., 2014;
Saban & Hogan, 2012; Satink et al., 2018; Ytterberg et al., 2017; Zhang & Lee, 2017).
Partners of stroke survivors feel they are constantly “on call” for their stroke survivor
and duty bound to provide care (Backstrom, Asplund, & Sundin, 2010; GosmanHedstrom & Dahlin-Ivanoff, 2012; Larson et al., 2008; Quinn et al., 2014; Saban &
Hogan, 2012; Satink et al., 2018; Zhang & Lee, 2017). Although partners recognise
they need time to attend to their own personal health and well-being (GosmanHedstrom & Dahlin-Ivanoff, 2012; Grant et al., 2006; Greenwood & MacKenzie, 2010;
Quinn et al., 2014; Saban & Hogan, 2012; Satink et al., 2018; Ytterberg et al., 2017),
they prioritise their stroke survivor’s needs ahead of their own, which can leave them
feeling lonely, trapped and grieving for what they have lost (Cameron & Gignac, 2008;
Ekstam et al., 2015; Grant et al., 2006; Larson et al., 2008; Lou et al., 2017; Quinn et
al., 2014; Satink et al., 2018; Ytterberg et al., 2017; Zhang & Lee, 2017).
Not surprisingly, the relationship changes between the stroke survivor and the partner
(Anderson, Keating, et al., 2017; Backstrom et al., 2010; Gosman-Hedstrom & DahlinIvanoff, 2012; Grant et al., 2006; Saban & Hogan, 2012; Satink et al., 2018; Ytterberg
et al., 2017). Evidence suggests that the quality of the relationship between the stroke
survivor and their partner affects the couple’s well-being (Anderson, Keating, et al.,
2017; Visser-Meily et al., 2006). Interestingly, many partners of stroke survivors report
the relationship becomes one of a parent and child (Anderson, Keating, et al., 2017;
Backstrom et al., 2010; Gosman-Hedstrom & Dahlin-Ivanoff, 2012; Satink et al., 2018;
White et al., 2007; Ytterberg et al., 2017). Indeed, Anderson et al (2017) explored
marriage and care after stroke and found that stroke survivor participants perceived
their partners held the power in the relationship. Furthermore, research by Lawrence,
Kerr, Watson, Paton and Ellis (2010) illustrated that the stroke survivor’s partner can
exert a much stronger influence on lifestyle behaviour change than health professionals
can.
With this in mind, one way to motivate, encourage and support physical activity
behaviour change for stroke survivors could be via the influential partner. However, it
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is important to consider the quality of the relationship, the burden placed on partners of
stroke survivors and their ability to cope, and the partners’ personal beliefs about
physical activity. Evidence has shown that the partner’s personal beliefs about physical
activity can positively or negatively affect whether a stroke survivor will participate in
physical activity (Damush et al., 2007; Lawrence et al., 2010; Morris & Williams,
2009; Rimmer et al., 2008). For example, if the partner believes physical activity may
enhance recovery, they are much more likely to support the stroke survivor to
participate. Factors that enhance a partner’s ability to successfully support their stroke
survivor include gaining confidence, recognising that some good can come from
caregiving, having time for themselves, and being supported by other family members
and health professionals (Anderson, Keating, et al., 2017; Backstrom et al., 2010; EllisHill et al., 2009; Grant et al., 2006; Green & King, 2009; Greenwood & MacKenzie,
2010; Lou et al., 2017; Quinn et al., 2014; Saban & Hogan, 2012; White et al., 2007;
Ytterberg et al., 2017; Zhang & Lee, 2017).
However, stroke survivors and their partners feel anxious and vulnerable when
transitioning from rehabilitation care and back to the community (i.e., “out of care”)
because of less access to professional advice and support from health professionals and
health services in the community (Lawrence et al., 2010). Indeed, some caregivers feel
abandoned by health professionals after discharge (Backstrom et al., 2010; Saban &
Hogan, 2012; White et al., 2007; Ytterberg et al., 2017; Zhang & Lee, 2017). A
number of studies have shown that the partner’s information and education needs are
unmet by health professionals prior to discharge (Allison et al., 2008; Anderson,
Keating, et al., 2017; Eames et al., 2010; Ellis-Hill et al., 2009; Gosman-Hedstrom &
Dahlin-Ivanoff, 2012; Greenwood & MacKenzie, 2010; Hafsteinsdottir et al., 2011;
Lou et al., 2017; Quinn et al., 2014; Saban & Hogan, 2012; Satink et al., 2018;
Ytterberg et al., 2017). A lack of knowledge increases partners’ feelings of anxiety,
stress, and worry in their caregiving role (Ellis-Hill et al., 2009). Partners are seeking
evidence based information and education about clinical aspects of stroke recovery,
practical solutions to supporting their stroke survivor after discharge, access to services
and resources, healthy lifestyles, and strategies to manage their lives after stroke
(Cameron & Gignac, 2008; Eames, Hoffman, Worrall, & Read, 2011; Quinn et al.,
2014). Stroke survivors’ partners have expressed the importance that information and
education needs to be individualised to their changing needs over time (Allison et al.,
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2008; Eames et al., 2010, 2011; Gosman-Hedstrom & Dahlin-Ivanoff, 2012; Grant et
al., 2006; Lawrence et al., 2010; Quinn et al., 2014; Saban & Hogan, 2012; Zhang &
Lee, 2017). Furthermore, clinical stroke guidelines recommend that health
professionals should invite and support caregivers to be equal members of the
rehabilitation team, thereby recognising and valuing their expertise as essential to the
recovery process (Lindsay et al., 2014; Stroke Foundation, 2017). Evidence suggests
that health professionals tend to provide information based on what they believe the
stroke survivor and/or caregiver needs (Ellis-Hill et al., 2009). However, a
collaborative interactive process between the health professional and the stroke
survivor and their caregiver is more likely to enhance successful uptake of the
information and education (Eames et al., 2010; Smith et al., 2009).
In Canterbury, health professionals provide stroke survivors and their primary support
persons with written information taken from two particular publications (Freeman &
Cassidy, 2009; Stroke Foundation of New Zealand, 2013) about life after stroke during
their in-patient rehabilitation. Although these publications state that it is important to
exercise, they contain very little information for stroke survivors about why, how, or
where to be physically active when “out of care” and living in the community.
Furthermore, neither of these publications provide information specifically for family
members supporting their stroke survivor to engage in physical activity. Considering
that partners could be an essential source for supporting access to and participation in
physical activity (Lawrence et al., 2010; Morris et al., 2015), effective educational
resources, which are tailored specifically towards partners and family members in their
role of supporting stroke survivors to be physically active, are sorely needed.
The purpose of this PAR study was therefore two-fold. First, in light of the findings
from the previous study whereby the men did not discuss their partners’ support as
influential for their participation in physical activity, I explored support persons beliefs
and attitudes towards physical activity for themselves and their male stroke survivor. I
also investigated the support person’s perceptions of barriers and enablers for them in
encouraging their stroke survivor to engage in physical activity. Second, recognising
the gap in the information and education provided to stroke survivors and their support
persons (particularly their partners) during inpatient rehabilitation, I engaged
collaboratively with the support persons to develop an educational resource specifically
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for family members and friends of stroke survivors. The aim of the educational
resource was to educate, guide and empower family members and friends to support
and encourage stroke survivors to access and participate in physical activity.
7.3

Methods

7.3.1

Recruitment.

In 2015, I sought male stroke survivors and their choice of support person who would
most likely support them to participate in physical activity. These participants were not
the same individuals from the previous PAR study (Chapter 5), except for the nondisabled partner (the “joiner”) and her stroke survivor partner. I invited this couple to
be a part of this current study because they had shown an interest during an informal
conversation following the completion of the previous PAR study. To recruit further
participants for this study, I began by first inviting community dwelling adult male
stroke survivors, > 6 months post stroke to participate, via an advertisement, which I
placed in a local free community newspaper. No participants were recruited using this
method. I then approached health professional colleagues and asked them to contact
any male stroke survivors they felt would be interested in the study. I also met with
potential participants at two local Stroke Foundation Groups and at a fitness centre
specifically for people with disability and explained the study. I explained in further
detail to all male stroke survivors who expressed an interest via telephone or a face-toface meeting. I invited male stroke survivors to this study first to ensure that they had
an opportunity to choose the person who primarily supported them to be physically
active. I did not want to assume their support person would be their partner. Indeed, it
could be another family member or a friend that supported their physical activity.
Furthermore, I did not wish to exclude stroke survivors who did not have a partner.
Each interested potential stroke survivor participant completed a short questionnaire
(approximately 20 minutes in duration) which included demographic information (i.e.,
age, ethnicity and time since stroke) and levels of physical activity to determine his
behaviour toward physical activity (see Appendix 17). I used an adapted version of the
trans-theoretical model of behaviour change for physical activity (Marcus et al., 1992,
p. 65) to determine the stroke survivor’s regularity of physical activity (see Table 7.1).
I felt this was important because support persons of male stroke survivors who are not
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regularly physically active may face challenges that differ from support persons of
stroke survivors who are regularly physically.
Table 7.1 Physical activity and its relationship to stage of physical activity
behaviour change model
Stroke survivor
participant groups

Stage of physical activity behaviour change model
(adapted from (Marcus et al., 1992, p. 65))

Action

I am currently physically active
regularly, but I have only begun
doing so within the last six
months.

Maintenance

I am physically active regularly,
and I have done so for longer
than 6 months.

Pre-contemplation

I am not currently physically
active, and I do not intend to
start being physically active in
the next six months.

Contemplation

I am not currently physically
active, but I am thinking about
starting to become physically
active in the next six months.

Preparation

I am currently somewhat
physically active, but not
regularly.

Relapse

I have been physically active
regularly in the past, but I am not
doing so currently.

Regularly physically
active

Not regularly physically
active

Second, once the male stroke survivors had completed the questionnaire, I invited them
to explain the study to the person who would most likely support them to engage in
physical activity, and to ask them to participate in the study. I provided each male
stroke survivor with an information sheet, which they could use to assist them in
explaining the study to their chosen support person (see Appendix 18). Each male
stroke survivor participant provided contact details of his interested support person. I
then contacted the interested support persons (via telephone) to explain the study in
depth and formally invite them to participate in the study. The support person
participants (who consented to participate) completed a demographic data sheet to
provide information about age, gender, ethnicity, relationship to the stroke survivor,
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and their engagement in physical activity (see Appendix 19). To determine the level of
support the support persons perceived they provided the male stroke survivors, I used
the modified Rankin Scale (MRS) and included the questions from the MRS structured
interview (MRS-SI) questionnaire (described earlier in Chapter 5). Although this is a
measure of a stroke survivor’s global disability, it provides useful statements about the
type of support a stroke survivor may require from a support person. For example,
activities of daily living (ADL’s), meal preparation, household chores, transport, and
shopping (Banks & Marotta, 2007; New & Buchbinder, 2006; Wilson et al., 2002;
Wilson et al., 2005).
7.3.2

Participants.

Thirteen male stroke survivors consented to complete the short questionnaire and all
invited their female partners as the person most likely to support them to participate in
physical activity. From this point on in the thesis, I use the terms support person/s or
partner interchangeably to describe the participants in this strand. The demographic
data for the male stroke survivor participants and their partners are summarised in
Table 7.2. I extrapolated the individual participant demographic data in Appendix 20.
Not all of the partners could attend or engage in all PAR cycles. Figure 9 provides a
summary of these participants’ attendance during data collection.
Table 7.2 Male stroke survivors and primary support persons' demographic data:
A summary
Male stroke
survivor
participants

Demographic data

Primary support
person
participants

Age (years)

Range
Mean

53-82
68.7

51-80
64.85

Time since
stroke (years)

Range
Median
Mean

1.5-15
4
4.5

-

Ethnicity

NZ European
Māori
Chinese

12
1
0

11
1
1
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Male stroke
survivor
participants

Demographic data

Level of
physical
activity

Regularly physically
active
Not regularly physically
active

Primary support
person
participants

8
5

11
2

Level of
Range
2-4
disability
(MRS & MRS- Median
3
SI)
Note. - = not applicable; MRS = Modified Rankin Score; MRS-SI = Modified Rankin
Score - Structured interview

7.3.3

Data collection procedures and data analysis.

I collected data across four PAR cycles using semi-structured individual interviews and
focus group meetings, which then informed the content of the educational resource (see
Figure 8). First, I will explain the general data collection procedures and data analysis
across the four cycles and then provide further detail pertaining specifically to each
PAR cycle to illustrate how the educational resource was developed.
The semi-structured individual interviews took place at each participant’s home, and
focus group meetings were undertaken at a quiet venue in the community (e.g., at a
local library). All were approximately 30 minutes to 1.5 hours in duration. I audiorecorded the semi-structured individual interview and focus group data. A paid
transcriber transcribed the audio-recorded data verbatim. I collected the partners
written notes from the focus group meetings during the construction of the educational
resource. Throughout the study, I kept a reflexive diary, which I completed after each
interaction with the support persons. This also contributed to the data.
I analysed all of the data (i.e., the transcribed individual interview and focus group data,
the partners’ written notes and reflective diary notes) inductively for themes using the
protocol described by Thomas (2006) which I described previously in Chapter 5. As an
example, I have included a coding template for one of the themes in Appendix 21.
Furthermore (as mentioned in the methodology chapter), I engaged in the reflexivity
process prior to the commencement of the study as a way to acknowledge my
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Figure 8 Overview of PAR Cycles 1-4. Note A1-A4 and B1-3 refer to each of the focus group
meetings that occurred in PAR Cycle 2 and PAR Cycle 3 respectively.

assumptions and potential biases during data analysis throughout this PAR study (see

Appendix 22).

Figure 8 Overview of PAR Cycles 1-4
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Figure 8 Overview of PAR Cycles 1-4. Note A1-A4 and B1-3 refer to each of the focus group meetings that occurred in
PAR Cycle 2 and PAR Cycle 3 respectively.

7.3.3.1 PAR Cycle 1.
In the first PAR cycle, I planned to explore the support persons beliefs about physical
activity for themselves and for stroke survivors. In addition, I also investigated factors
that the partners perceived would help or hinder them to empower their stroke survivor
to be physically active. I selected individual interviews in this instance because they
are useful to obtain focused in depth data where the participant feels empowered to
express their personal perspectives and experiences on their own terms (Fossey et al.,
2002; Giacomini & Cook, 2000; Stokes & Bergin, 2006; The Wallace Foundation,
2014). Participants are more likely to disclose their feelings, beliefs and attitudes in a
one to one interview (Sorrell & Redmond, 1995; Stokes & Bergin, 2006; The Wallace
Foundation, 2014) than in a group setting. I used a guide for the semi-structured
individual interviews (see Table 7.3). The final question in the interview related to the
development of an educational resource. I included this question because the literature
identified that very little information is available to family members and friends about
how to support stroke survivors to participate in physical activity. Although I initiated
the idea of developing an educational resource to the participants in this study, the
decision to proceed was unanimously supported by all of the participants.
Table 7.3 Semi-structured interview guide with support person participants
Research Questions

Semi-structured interview guide questions

What are support persons
understandings and
beliefs regarding physical
activity?

 How would you define physical activity?
 What kinds of activities would you be doing if you
were physically active?
 What are your beliefs about physical activity or
exercise?
 What motivates you to be physically active?
 Are there any challenges for you to be physically
active?

What are support persons
understanding and beliefs
regarding physical
activity following stroke?

 What do you understand about physical activity
following stroke?
 Where did you come by this knowledge?
 Is there anyone in particular that you believe should
provide education about physical activity following
stroke?
 Is there anyone in particular that you believe should
support stroke survivors to be physically active?
 When along the stroke recovery continuum would be
the ideal time for education about physical activity
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Research Questions

Semi-structured interview guide questions
to occur (acute setting, inpatient rehabilitation,
community setting after discharge)?

What factors help or
hinder support persons of
male stroke survivors to
support their stroke
survivor to be physically
active?

 Can you share any experiences where your stroke
survivor has been physically active after discharge
from the hospital?
 Did you play a role in assisting with this physical
activity? Can you tell me about this?
 Can you think of any factors that help you to support
your stroke survivor to be physically active? What
are these?
 Can you think of any factors that have hindered or
challenged you to support your stroke survivor to be
physically active? What were these?

What do support persons
of male stroke survivors
perceive as useful
information to be
included an educational
health resource?

 If you were to put together a resource specifically
for support persons of male stroke survivors to
support stroke survivors to be physically active,
what would you include?

I analysed the data and created a draft of the emerging themes, sub-themes and
descriptions, along with the support person participants’ initial ideas for the educational
resource content.
7.3.3.2 PAR Cycle 2.
I invited the support persons to attend a focus group meeting to share their knowledge
and experiences on the topic of inquiry. Sharing of ideas via the focus group meeting
was useful to gain a breadth of information via collaborative discussions, which draw
upon collective experiences (Stokes & Bergin, 2006). Focus groups can also be
valuable as they may allow the group’s members to solve problems together and to
generate effective solutions (Chiu, 2003; Powell & Single, 1996). The intent in this
case was to develop the content for the educational resource. It was difficult to find a
day and time suitable for all PAR group members. Therefore, there were four focus
groups within this PAR cycle. Five support persons attended the first focus group and
two support perons each attended the other three focus group meetings. Two
participants were unable to attend because they were on holiday. For each of these four
focus group meetings, I set out to foster collaboration between the group members as I
did for the previous PAR study with the male stroke survivors. This involved an
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icebreaker activity so the participants could get to know each other, setting of the
ground rules, discussing ownership of the research, and reviewing the goal for the
study. At this meeting, I presented and provided a hard copy summary of the emerging
themes, sub-themes and descriptions, along with the support person participants’ initial
ideas for the educational resource content from PAR Cycle 1 (see Appendix 23). I
facilitated discussions around the accuracy of the themes and sub-themes to ensure I
had correctly analysed the data. Using the draft hard copy of the themes and our
discussions and reflections at this focus group meeting, I invited the participants to
construct a “mind map” to refine further the content for the educational resource. I
thought that having a summary of the semi-structured individual interview findings for
the participants to refer to may raise their awareness when completing the mind map,
thus creating more meaningful and in depth responses (Chiu, 2003; Sorrell &
Redmond, 1995). Data analysis from the four focus group meetings revealed that
although no new themes arose, the data became more enriched and therefore
strengthened (see Appendix 24).
7.3.3.3 PAR Cycle 3.
The plan for the third PAR cycle was to organise the content of the educational
resource into common sections. I invited the support persons to attend a second focus
group meeting. Similar to PAR Cycle 2, I needed to set three focus group meetings to
accommodate the partners’ diverging schedules. Five participants attended the first
focus group meeting, four attended the second group, and three attended the third. One
participant withdrew from the study due to family commitments.
At these three focus group meetings, I presented the revised collated data from PAR
Cycle 2 and facilitated discussions to explore the themes and content for the
educational resource for accuracy. In addition, the PAR group worked collaboratively
to organise the educational resource content into useful sections (e.g., information
about physical activity and managing the stroke survivor’s mood). No new themes
emerged from the data analysis of these three focus group meetings.
7.3.3.4 PAR Cycle 4.
The final PAR cycle aimed to return the completed educational resource content from
discussions in PAR Cycle 3 to the participants to ensure it reflected their thoughts and
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experiences accurately. I emailed this to each participant. However, only one
participant provided written feedback. Therefore, I contacted each of the remaining 11
participants who had not provided feedback and invited her to engage in one final
individual meeting to review the educational resource. From these 11 participants, 10
volunteered to meet with me. The eleventh participant withdrew from the study due to
personal commitments. After these individual meetings, I collated their thoughts and
drafted a first prototype for the resource.
7.3.4

Ethics and funding.

This study was granted ethical approval from the University of Otago Human Ethics
Committee (Health) (reference H14/122). I was awarded funding for this study from
the Physiotherapy New Zealand Scholarship Trust and The Canterbury Physiotherapy
(including Jean Erwin) Charitable Trust.
7.4

Findings

The findings presented here are the final analysis of the data collected across the four
PAR cycles, which informed the content for the educational resource that aimed to
educate, guide and empower support persons to encourage male stroke survivors to
engage in physical activity. Inductive analysis of the data revealed three themes.
These were, (a) challenges to accessing health and support services for male stroke
survivors, (b) managing an unwanted and challenging “new life”, and (c) factors
support persons used to encourage their stroke survivor’s physical activity.
7.4.1

Challenges to accessing health and support services for male stroke
survivors.

The partners described three factors that made accessing health and support services
challenging and frustrating. First, the partners recognised that health resources are
limited. They felt their stroke survivors were discharged from inpatient rehabilitation
as soon as they reached a level of function where they could manage safely at home
independently or with their support. Not being able to continue inpatient rehabilitation,
and being discharged to home, particularly if they were still achieving functional goals,
was perceived as unfair. The partners understood that the primary reason behind their
stroke survivors receiving the “bare minimum” was due to a considerable lack of
funding allocated for health and support services.
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I could see after a while that they [health professionals] just sort of
have almost a curriculum that they go through…and then when
you’ve ticked all those boxes, well then you can be put out in the
community and that’s the end of you…Well unfortunately, it gets
down to dollars. This is what I am coming to realise…everything is
measured in dollars, and the accessibility is all in dollars. They work
out is this investment worth it? They have worked out that as long as
they can get these stroke people out of the hospitals, they’re saving
money…that’s what their job is…to get you out…(Participant 7,
Individual Interview)
Second, the partners observed that access to health and support services was inequitable
and appeared to be based on the stroke survivors’ age and severity of the stroke. Stroke
survivors under the age of 65 with mild to moderate post stroke impairments were
perceived to have less access to health services than those over 65 or those with severe
stroke, irrespective of age. For example, stroke survivors in the latter category could
access community rehabilitation services (e.g., ongoing physiotherapy) whereas the
individuals in the former group had no community follow-up. The partners whose
stroke survivors received greater access to health services felt awkward and guilty that
others did not receive equal care. In addition, they recognised that basing access to
health care primarily on an individual’s age seemed very unfair.
It is hard really because being involved with lots of other people the
same as [my husband], some of them once they come out of hospital,
there is nothing. I’m at the stage now, I don’t tell them that [my
husband’s] care has been increased because I feel awkward and so
guilty…there’s quite a few that have no follow-up treatment….I think
it would be good if everybody had a fair go at therapy afterwards.
(Participant 11, Individual Interview)
So the [provision of health services] is controlled from financial and
Government departments. Once you turn 65, you are deemed not to
be a young person but what is the difference between if you’re a
month under 65 and a month over. It’s just an age they put on it.
(Participant 4, Focus Group A-1)
The partners also explained that if they had prior knowledge of the health system, they
had skills and strategies that allowed them to access health and support services more
easily. For example, some of the partners had health professional backgrounds (e.g.,
nursing and occupational therapy), so had a greater understanding of the services
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available. Knowing the system meant these partners could strongly advocate for their
stroke survivor’s needs because they knew what to ask for and where to ask for it.
It made me feel a wee bit sad because if I didn’t have the skills that I
had, then we would have just been floundering. (Participant 2,
Individual Interview)
Through the hospital and the physios you get some knowledge but I
don’t know that I would say I’ve picked up the whole picture…if I
didn’t have my own background knowledge. All the way through I
feel that I’ve been able to be an advocate and push things for
[husband] that he would’ve otherwise missed out on. (Participant 13,
Individual Interview)
Finally, accessing health information across the continuum of stroke survivor recovery
was perceived by the partners as lacking or inconsistent. If information was delivered,
it was often not individualised specifically for each stroke survivor. Information
provided varied substantially between health professionals, which resulted in confusing
mixed messages. At times, the partners were overwhelmed with the provision of too
much information. Indeed, one support person participant explained that she was so
overwhelmed with written information she threw it in the rubbish bin unread.

Focus Group B-2 discussion
Participant 3: You’ve got to ask questions, and keep asking
questions if you don’t know.
Participant 8: But there’s no one really to ask. They [medical
team] never took me to a room, it was just told to
me [about his stroke] in the hallway, amongst all
these other people. I actually got more information
from getting a few books. That was the best thing.
We get mixed messages. People [health professionals] say, “Oh you
must walk more” and then yesterday the physio came and she said,
“Don’t overdo it.” (Participant 13, Individual Interview)
I don’t think people [health professionals] are aware, and I’m not
saying it’s because of a lack of giving the information, but you can’t
put it together all at once...you get overloaded. (Participant 10,
Individual Interview)
When considering access to information specifically about physical activity, the support
persons had varying opinions about the ideal time for delivery. The majority of
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partners felt education about physical activity should occur when the stroke survivor
was discharging from rehabilitation and transitioning back home and into the
community. Most of the support persons felt that it was physiotherapists or general
practitioners (GP’s), or both, who should be providing education about physical activity
(see Table 7.4).
Table 7.4 Education about physical activity as perceived by support persons

Unsure

Gym staff

Neurologist

Occupational
therapist

Physiotherapist

Who should provide education

General
Practitioner

Community

Discharge from
rehabilitation

Rehabilitation

Acute setting

Participants

When education should
occur

1
2
3
4
5
6
7
8
9
10
11
12
13

Feeling frustrated by the inconsistent approach to information delivery from health
professionals, the support persons had recognised they needed to be proactive and
educate themselves. They had recognised that they could do this at their own pace
instead of feeling overwhelmed with information when they were not ready for this.
Their learning came from a variety of sources such as their own self-directed
researching (e.g., searching the internet or reading books from the library), listening to
strategies from other support persons of stroke survivors, and practical experiential
learning through trial and error.
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I had to go through 50 bloody hoops to get in touch with [a funding
agency] in the end and all of that happened by chance, it was because
I was applying for something else and eventually tripped over some
information in that process…so I think there’s a huge absence of
information for me to know what to do. (Participant 7, Individual
Interview)
In hindsight, I organised for the Stroke Group person to come and
see us, but I didn’t actually find them giving us that much knowledge.
It’s all been me finding it. (Participant 2, Individual Interview)
7.4.2

Managing an unwanted and challenging “new life”.

Post stroke, the lives of the stroke survivors and the primary support persons are tipped
off balance. The support persons explained that family dynamics change dramatically
following stroke. In many instances, the stroke survivor becomes egocentric and
demanding. The partners quickly realised there was no alternative but to take on the
family roles of the stroke survivor in addition to their own. Their roles included
employing carers, planning and organising the daily routine, taking over and managing
the family finances, making decisions on behalf of the family and providing physical
assistance for their stroke survivor. In doing so, the partners identified that they
themselves had changed, becoming more assertive because they had been forced to
make family decisions alone. In addition, the partners had become advocates for their
stroke survivor and educated family members, friends and health professionals about
the challenges they encountered post stroke. The support persons felt utterly
unprepared, frustrated, stressed, exhausted and overwhelmed to manage these unwanted
challenges and multiple additional roles.
You begin to feel that you are dealing with a child to some extent...the
equality has gone out of the marriage…everything is up to me, I made
all the decisions. You do get tired thinking for the two of you all the
time…it wasn’t a choice. Your job is your home and you’re never
away from it. I lie in bed and think I’ve got to do this all again
tomorrow. (Participant 6, Individual Interview)
I’m trying to be all things. I’m not just being the housekeeper,
housewife, I’m being the plumber, the painter, the lawn mower, the
vege gardener, the horse trainer, the artist, the taxi driver. The extra
world is so demanding, unrelenting….it’s like running a train station.
I was totally unprepared for it and it was unrelenting, you never get a
day off, you just can’t get out of it. You are absolutely out on your

150

own….and you have got all the stress of this person…you are alone.
(Participant 7, Individual Interview)
You’ve got to be strong and demanding for the stroke survivor, for
their rights, you’ve got to stand up for this person because they can’t,
but in the same instance you’ve got to be encouraging and urging and
reasonable and you can’t lose your temper. It’s such a learning
curve. (Participant 3, Focus Group B-2)
The support persons also described frustrations and challenges to managing and
maintaining their personal social, mental and physical well-being. They acknowledged
that physical activity in particular was beneficial for their personal health and wellbeing. Without prompts, the support persons listed several different types of physical
activities that they undertook, and which they identified were beneficial for their health
and well-being. These activities included walking, gardening, household jobs, fitness
activities (e.g., running, cycling, sports, swimming, stair climbing), pilates, and yoga.
The majority of the support persons explained their motivations for engaging in
physical activity were to improve their general heath, and their mental and physical
well-being. Some of the partners explained that they exercised specifically for fitness,
balance and function, weight loss, and enjoyment. The partners understood the
necessity for themselves to be physically active so they could maintain physical
strength and mental well-being to provide physical assistance and support for their
stroke survivor. For example, some of the partners explained how they needed to be
strong and fit to lift heavy wheelchairs in and out of the car or to be able to assist their
stroke survivor if he had a fall.
I need it [physical activity]. I need to keep it up because I need to
keep my strength up. I’ve got to lift the wheelchair in and out [of the
car] so I have to keep fit. [Husband] has had the odd fall so I’ve got
to be able to sit him up or help him in some ways. I’ve got to be able
to do the gardening. I’ve got to be able to [clean] the windows.
Chores that two of us used to do and now one of us does it. I got an
infection a while ago and I got quite sick and that was scary because
you have to keep going to a certain extent. Well I just suddenly just
realised how reliant the house[hold] is on me. (Participant 6,
Individual Interview)
However, the support persons acknowledged that attending to their physical health was
particularly difficult because they prioritised their stroke survivor’s needs above their
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own. Cost and time were additional barriers to accessing physical activity for the
partners. They also felt they had lost their freedom, spontaneity and sometimes their
friends. Social activities were a rarity and were often undertaken alone, with family, or
other stroke survivors because they had a better understanding of the post stroke
challenges. Guilt was uppermost in the partner’s thoughts if they undertook activities
to enhance their social and mental well-being. In addition, they described a potpourri
of other emotions such as anger, frustration and grief. The partners recognised that
they needed to accept their “new life” so they could preserve their mental well-being.
Engaging support from others such as family members, friends, neighbours, work
colleagues, members of the stroke community and health professionals was of
enormous value to the partners to help them manage and cope with their “new life”.
I have never worked so hard in my life and I’ve battled to keep my
friends. You find after stroke that half of your friends don’t call
again….it’s hard. I felt a lot of hurt when that happened. I’m still
angry with some of them. (Participant 3, Individual Interview)
Sometimes I feel guilty, like I’ve just started going to dance group
again. It’s on a Monday night after work but I feel really bad
because [husband] has been at home all day by himself. He wants
me to do it and I do it but I wish I could feel just that freedom…like in
the past when he went to golf and I went and did whatever [I wanted]
(Participant 2, Focus Group A-4)
In the beginning I felt self-pity…and a little bit resentful, I mean the
little things like going to the shopping mall and seeing a couple
holding hands, while I’m holding a man so that he doesn’t tip
over…all these things affect you emotionally and your whole wellbeing…but you need to get over that and say, “Hey you know, he’s
still with me.” Then try to work out the plan. I think you need to be
stubborn in some areas, determined…I think if I was just giving up
and it’s very easy to give up …but to fight and to come out at the end,
I think it’s more beneficial for the stroke survivor. (Participant 9,
Individual Interview)
The support persons identified two aspects where health professionals’ attitudes added
to the challenges of managing life post stroke. First, the partners perceived that health
professionals’ philosophies of care mismatched the stroke survivor’s goals. They
acknowledged that physiotherapists in particular focussed on restoring movement and
function rather than supporting the stroke survivor to engage in meaningful
participatory activities. In addition, the partners felt that physiotherapists’ attitudes
152

towards goal setting were strongly influenced by patient safety. Second, the support
persons perceived that although health professionals provided patient centred care, they
felt this lacked inclusivity of the support person. Health professionals appeared not to
listen, recognise or value the support person’s role and expertise in supporting the
stroke survivor to reach their goals.
I think the physio’s think they do [educate about physical activity] but
they don’t….they’re so focussed on the treatment of the individual
muscles, the bigger picture doesn’t come into it. They are focussed
on becoming more mobile and that’s well and good…but if you want
to motivate somebody, they need to understand that they’re doing it,
not just because they have to get their muscles working…but to
maintain a mental, physical and spiritual health. (Participant 13,
Individual Interview)
When she [the physio] told me that [partner] would never be able to
use his arm, to this day really upset me…it was her stance on it that
upset me…there was absolutely no room for negotiation… she
crossed her arms and she stood up really tall and she told me in no
uncertain terms that he would never be able to use his arm…so I
found that very very negative…and for me it was upsetting, you know
if there’s one crumb of hope, let’s go for it…and so I found that
aspect of it really really frustrating… (Participant 7, Individual
Interview)
The physio led a group we went to and they were all asked what their
goals were. There was a woman there who wanted to go biking and
the physio turned around and said, “Oh I don’t think you’re safe on a
bike.” I’m thinking ok maybe not on the road, but you’ve just spent
half an hour asking her goal and she wants to go biking and now
you’re saying no. (Participant 2, Individual Interview)
7.4.3

Factors considered for successful participation in physical activity for
stroke survivors.

The support persons discussed the importance of encouraging physical activity in their
stroke survivors. They explained their own philosophy of physical activity, which they
felt they had developed completely independently of education or advice and support
from health professionals. They felt the benefits of physical activity for stroke
survivors could enhance their personal dignity, independence, sleep hygiene, spiritual
health, mental health, social health, and physical health, so that they could participate in
family life and/or their pre-stroke activities.
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Physical activity when you’ve had a stroke is not all about lifting
weights and pumping iron. It’s also the mental activity that they
[stroke survivor] are actually contributing to your household as well
and they are actually assisting you because I think that’s been
important for [partner] to think that he is actually contributing doing
something. (Participant 4, Individual Interview)
With these thoughts in mind, the support persons shared their practical strategies for
encouraging physical activity for their stroke survivors. They recognised that physical
activities, which incorporated a balance of physical, mental, spiritual and social wellbeing, would enhance and maintain participation in physical activity. Engaging in
regular activities that included all of these concepts were described as meaningful and
enjoyable, and therefore provided motivation for participation. In addition, the partners
reiterated the importance of the stroke survivor contributing to the family roles to the
best of their ability. The partners observed that physical activities prescribed by health
professionals that mismatched the stroke survivor’s goals of physical activity were
given a cursory try by the stroke survivor and then put to one side.
[The physio] gave us a lovely list of exercises and realistically I think
he did them twice. It’s about your home life and achieving it all. I
knew what would click with his psyche and his determination factor.
It was a mission [stroke survivor feeding his cattle] but it took him
from walking to walking properly, because out in the paddock he had
to learn to balance when he was putting this electric fence standard
in and he was walking on uneven ground. You’d see him out there
and he’d put his stick around his neck [laughter] and he’d walk along
and then he’d take his stick off, put the standard over…and he’d
thought it all through. I also thought that his social aspect of life was
very important to him, so it was a matter for both physical and
socially integrating him…and the physical for him, the socialising;
being part of people within and around him was very beneficial for
his well-being. (Participant 4, Individual Interview)
When supporting and encouraging physical activity for their stroke survivors, the
partners considered the impact of the stroke survivor’s physiological impairments (e.g.
fatigue, physical impairments or communication), psychological well-being and other
medical issues (e.g., pre-existing conditions or side effects of medication).
One of the other challenges is [husband’s] tiredness. So you can’t
force him out of bed if he can’t cope. You’ve got to take that into
account how they’re feeling because if he just says he’s too tired,
well…you have to go with it. (Participant 6, Individual Interview)
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The support persons also explained that they worry about their stroke survivor’s safety
when encouraging participation in physical activity. They understood there are several
risks, particularly when their stroke survivor has cognitive and/or physical impairments.
He [husband] had just started walking out in the garden and getting
out of the wheelchair. It had snowed and I had to go back to work. I
said, “Whatever you do there is going to be more snow so don’t go
outside, stay inside, don’t go outside.” He decided to go and look at
the trees and plants [while I was out] and I drove up the drive and
there he was stuck by the clothesline and I don’t know how long he
had been there for and he wasn’t that well-dressed. His planning
wasn’t good. I thought, “What are you doing?” Yeah I get worried.
(Participant 8, Individual Interview)
I had to make sure that I bought cattle that were handpicked and
quiet, because this was a therapy purchase. I had to make sure I
dotted the “i’s” and crossed the “t’s” so that the animals weren’t
going to bowl him over in the middle of the paddock because who
was going to be out there to catch him. It had to be something that I
thought through and processed well. (Participant 4, Individual
Interview)
One of the biggest barriers the partners encountered to supporting physical activity was
the inaccessibility of the built environment. Therefore, prior to their stroke survivor
engaging in physical activities in community settings, the partners scrutinised the
environment very carefully to ensure it was accessible and safe. The partners had learnt
through experience the negative consequences for their stroke survivor’s physical wellbeing (and their own mental well-being) when assuming an environment would be
accessible.

Focus Group B-2 discussion
Participant 11: Like [Participant 9], every time she takes her
husband out [into the community], she goes
there first and checks out the access.
Participant 4:

We had a prime example of that on Thursday
night where I didn’t [check accessibility prior]
and some friends took us for a drink at
[restaurant]….and it was so unsuitable for my
partner….there was a lack of chairs and cobbled
concrete to get in. The stools were all the wrong
height….you know I should have gone to have a
look.
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Participant 8:

You would have been on edge the whole time I
bet.

Participant 4:

[Partner] was very uncomfortable, you could tell
because he couldn’t sit and he gets tired…so go
and check it out!

Alongside their philosophy of physical activity, the support persons acknowledged that
successful participation in physical activity for their stroke survivor was highly
dependent upon provision of external support from themselves or others (i.e., family
members and friends). They had adopted strategies such as providing positive
reinforcement and incentives for their stroke survivor to participate in physical activity.
However, the partners explained there is a very delicate balance between “telling” and
“asking” their stroke survivor to engage in physically active behaviours.
I knew his love for particular things so I know that he would want to
think that those cattle had been fed in the morning. I said, “Well
that’s your job.” He used to make all the excuses, like, “I can’t get
my coat on,” but I just ignored them [laughter]. The old tough love
sort of thing and so then he would go and do it and once he got into
the routine, he’d say, “Oh I’d better get out”. It was almost a
motivation thing for him to get out of bed too, thinking he had better
get out and go feed his cows. (Participant 4, Individual Interview)
When he starts snapping, “You haven’t had a stroke.” I think I have
to back off a wee bit. But then sometimes I have to get at him
because he is lazy. I just have to take that on the cheek if he’s going
to say that to me. I have to let it go over my head. But if he says he’s
not going to do it he won’t do it. End of story. There’s nothing else I
can do. I’ve done lots of things. I’ve said, “Look if you walk every
day, just around the block, we’ll go out to lunch.” That was great, he
did it for about a month. Then slowly he didn’t do it so I said, “If
you’re not going to do it I’m not taking you out for lunch.” So I used
to give him incentives to do it. There is a fine line. (Participant 12,
Individual Interview).
These findings inform the content of the educational resource as outlined in Figure 9
and Appendix 25.
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Title
 The carer’s guide to the physical activity galaxy. A guide to supporting and
encouraging stroke survivors to participate in physical activity.
Preface
 What is the intent of the resource?
 Who is the resource targeted towards?
 Why is this guide needed?
 How did this guide developed?
 About this guide.
Physical activity
 What is physical activity?
 Why is physical activity important for everyone?
 Why is physical activity particularly important for stroke survivors?
 What type of physical activity is best?
 How often should a stroke survivor be physically active?
 How safe is it to be physically active following stroke?
 Finding the right physical activity for the stroke survivor.
 Where to be physically active.
 Financial support.
Stroke survivor mood management
 Present ideas and tips for motivating the stroke survivor to engage in physical
activity. For example:
o Get everyone involved (i.e., family members, friends, work colleagues,
neighbours).
o Think of incentives to encourage physical activity.
o Consider the stroke survivors sense of belonging and their purpose in the
world.
o Ensure that the health professional works with the stroke survivor and you as
the caregiver together so that the goals set are meaningful.
Support person’s well-being
 Presents ideas and tips for looking after the support person’s health and wellbeing. For example:
o Try to re-energise – have time away for yourself without feeling guilty so you
can continue to be the main support person for your stroke survivor.
o Acknowledge that life has changed and you have a “new normal”.
o Anchor yourself firmly in your support networks.
o Do not be afraid to ask for help.

Figure 9 Outline of the educational resource content
7.5

Discussion

This study specifically set out to focus on support person’s attitudes towards physical
activity and the barriers and facilitators they perceived in encouraging participation in
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physical activity for male stroke survivors. Placing the emphasis on physical activity
seems important to acknowledge considering physical activity is arguably one of the
most essential factors for secondary prevention of further stroke or further
medical/secondary conditions after stroke (Allison et al., 2008). However, instead of
valuing physical activity in this particular way, the support person participants in this
study recognised that participation in physical activity is an essential component for
stroke survivors to be able to return to valued activities within the family unit, and as a
way to develop social participation. Indeed, returning to valued activities has been
recognised within the literature as the ultimate outcome of recovery for stroke survivors
because it provides a sense of achievement, confidence, independence, autonomy and
connectedness in society (Jellema et al., 2016; Lou et al., 2017; Northcott, Moss,
Harrison, & Hilari, 2015; Obembe & Eng, 2016; Woodman, Riazi, Pereira, & Jones,
2014). The literature also identifies that stroke survivors acknowledge that they require
support primarily from their spouse or partner and other family members to foster
successful participation in valued activities (Galvin, Cusack, & Stokes, 2009; Jellema et
al., 2016; Lou et al., 2017; Northcott et al., 2015; Quinn et al., 2014; Robison et al.,
2009; Satink et al., 2018). In particular, it is the spouse or partner (as well as other
family members) who can provide emotional support to enable stroke survivors to build
confidence and self-efficacy so that they can include physical activity as a means for
enhanced well-being and participation in life after stroke (Anderson & Whitfield, 2013;
Jellema et al., 2017; Woodman et al., 2014).
The support person participants in this study intuitively and knowledgeably created
their own philosophy of physical activity for their male stroke survivors by finding or
creating activities that encompassed spiritual, mental, physical and social well-being.
They skilfully considered their stroke survivor’s stroke-related physiological and
psychological impairments, along with strategies for encouragement, motivation, and
safe participation in their valued activities. It is interesting to note that other very recent
research has also identified how the spouses of stroke survivors provided similar
strategies to support and encourage participation in valued activities (Krishman et al.,
2017; Morris et al., 2015; Satink et al., 2018).
The support person participants motivation for devising physical activity programmes
for their stroke survivors (with or without guidance from health professionals),
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appeared to be multi-factorial. First, they were frustrated about the inadequate
provision of suitable and useful information by health professionals. They identified
that information or education about the importance of physical activity and practical
strategies on how to support the stroke survivor to participate in activities were either
not forthcoming or confusing. This led the partners to look for information through
their own self-directed research, word of mouth (from other support persons) or by a
trial and error approach. A small but growing body of evidence supports the finding
that caregivers of stroke survivors reported they felt health professionals advice was
inadequate (Allison et al., 2008; Ellis-Hill et al., 2009; Gosman-Hedstrom & DahlinIvanoff, 2012; Greenwood & MacKenzie, 2010; Lou et al., 2017; Saban & Hogan,
2012; Ytterberg et al., 2017) so they sought information from a variety of other sources
(e.g., the internet or through experiential learning) (Allison et al., 2008; Eames et al.,
2010; Quinn et al., 2014; Saban & Hogan, 2012; Satink et al., 2018; Ytterberg et al.,
2017). Furthermore, Lawrence et al (2010) suggested that family members’ beliefs and
behaviours are strongly influenced by the information they can access.
Certainly, as the three partners who had a health professional background in my study,
reported that having an in-depth knowledge of the health system allowed them easier
access to information and services. Conversely, it can be particularly challenging for
support persons unfamiliar with the health system or with the potential sequelae of
stroke to seek information from health professionals because they may not know what
to ask (Creasy, Lutz, Young, & Stacciarini, 2015; Satink et al., 2018). Therefore, it has
been suggested as important that health professionals provide individualised
information to both the stroke survivor and support persons (Hoffman & McKenna,
2006; Winstein et al., 2016). In addition, health professionals need to pay careful
attention to the content, format and timing of the delivery of information to meet
changing needs throughout the stroke recovery continuum (Allison et al., 2008;
Cameron & Gignac, 2008; Eames et al., 2010, 2011; Ellis-Hill et al., 2009;
Hafsteinsdottir et al., 2011; Lawrence et al., 2010; Morris et al., 2015; Quinn et al.,
2014; Smith et al., 2009). The partners in this study felt the best timing for information
and education about physical activity was in the transition phase of discharge from the
rehabilitation facility and into the community setting. Written and verbal formats of
delivery of such information which would be reinforcing through its repetition has been
recommended (Eames et al., 2011; Hafsteinsdottir et al., 2011; Hoffman & McKenna,
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2006; Lawrence et al., 2010; Smith et al., 2009). Furthermore, support persons of
stroke survivors value information and education that comes from those who share
similar personal experiences (such as other carers of stroke survivors) because they are
perceived to hold meaningful, robust, credible, and authentic evidence (Allison et al.,
2008; Lawrence et al., 2010).
As well as inadequate provision of information and education, the partners in this study
noted that the physiotherapist’s goals for physical activity rarely matched those of the
stroke survivor. Often physiotherapists’ goals are centred on activities of daily living
which do not match with the stroke survivor’s aspirations of returning to valued social
participatory activities (Ellis-Hill et al., 2009; Levack, Dean, Siegert, & McPherson,
2011; Morris et al., 2015; Robison et al., 2009; Woodman et al., 2014). The literature
demonstrates that physiotherapists appear to feel most comfortable when they control
the agenda because they are concerned with minimising risk and/or they feel obligated
to set goals that satisfy the constrained budget of the health service (Anderson &
Whitfield, 2013; Creasy et al., 2015; Morris et al., 2015; Norris & Kilbride, 2014). It is
also possible that health professionals’ beliefs and attitudes (particularly in acute and
rehabilitation settings) towards stroke survivors’ capabilities are shaped by their
professional experiential learning and their focus towards “disability” rather than
“ability” (Satink, Cup, de Swart, & Nijhuis-van der Sanden, 2015). As an example, a
physiotherapist participant in a study by Satink et al (2015) suggested that their
philosophy of intervention for stroke survivors was centred within a medical-technical
context, and recognised that this approach did not emphasise stroke survivors’ abilities
or empower them towards self-efficacious behaviours.
Finally, the partners in this study felt that health professionals’ attitudes lacked
inclusivity of them as the support person. They had never been invited to be part of a
collaborative team alongside the stroke survivor. This supports other research
indicating that health professionals remain focused on a literal interpretation of a
“patient centred” model of care (Gosman-Hedstrom & Dahlin-Ivanoff, 2012; Satink et
al., 2018; Visser-Meily et al., 2006; White et al., 2007; Witty, Heffernan, & Riby, 2017;
Ytterberg et al., 2017). Galvin et al (2009) confirms that family members are not
usually included even when services purport to be using a patient centred care
approach. These authors found that 79% of family members of stroke survivors had not
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been invited to attend physiotherapy sessions. This is an interesting point considering
health professionals rely on family members to provide physical, cognitive, emotional
and social support after discharge from rehabilitation (Krishman et al., 2017; Northcott
et al., 2015; Teasel et al., 2014). Physiotherapist participants in Galvin et al’s (2009)
study indicated they were reluctant to invite caregivers to share an active role in
supporting physical activity with stroke survivors because they worried about caregiver
burden or perceived the caregiver had no interest, were not motivated, or were
unavailable to engage in the rehabilitation process alongside the stroke survivor.
Managing unexpected additional responsibilities and altered relationship dynamics post
stroke can be overwhelming and challenging for support persons. However, although
all of the partners in this PAR study prioritised their stroke survivors’ needs before their
own, they recognised the importance of attending to their own health, particularly their
emotional and physical well-being, so they could build resilience to cope with the need
to provide support. These findings resonate with other research, which also examined
support persons experiences of coping and adapting to life after stroke (Cao et al.,
2010; Gosman-Hedstrom & Dahlin-Ivanoff, 2012; Saban & Hogan, 2012). Therefore,
finding strategies to ease the burden of guilt when accessing “timeout” for respite could
enhance the support person’s well-being (Cao et al., 2010; Gosman-Hedstrom &
Dahlin-Ivanoff, 2012; Satink et al., 2018). If the support person feels in control and
able to cope, it is, likely the stroke survivor’s participation and subsequent outcomes
will be enhanced. However, although the partners in this PAR study set aside time for
themselves to enhance their personal well-being, they felt guilty doing so.
The partners in this PAR study described a fine balance between “nurturing” and
“nagging” when encouraging and supporting their stroke survivor’s physical activity in
valued activities. One approach the partners found helpful was to enlist support from
other family members and friends. They had observed that other family members,
particularly adult children, were more successful in motivating their stroke survivor to
participate in physical activity than they were themselves. These findings corroborate
with other research, which suggested that support from other family members and
friends could be a valuable strategy to encouraging successful social participation for
the stroke survivor (Grant et al., 2006; Greenwood & MacKenzie, 2010; Lou et al.,
2017; Quinn et al., 2014; Zhang & Lee, 2017). Furthermore, drawing upon family
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member support could be a way to preserve and foster a harmonious relationship (Cao
et al., 2010; Jellema et al., 2017; Northcott et al., 2015; Quinn et al., 2014; Satink et al.,
2018; Winstein et al., 2016).
If support persons are, however, to be an essential source to facilitate and encourage
physical activity by their male stroke survivors, they also require targeted support from
the health system (Visser-Meily et al., 2006). This PAR study demonstrated that family
members (particularly the primary support person) know their stroke survivor
intimately. Indeed, recent research recommends health professionals adopt an
inclusive, collaborative person centred approach to stroke rehabilitation where support
persons are considered an equal and valued member of the team alongside the stroke
survivor (Cao et al., 2010; Creasy et al., 2015; Foster et al., 2012; Krishman et al.,
2017; Quinn et al., 2014; Satink et al., 2018; Winstein et al., 2016). Therefore, health
professionals should have an equally important role in the rehabilitation journey, that of
supporting and empowering support persons to feel confident and self-efficacious in
managing their additional roles and responsibilities (Cameron & Gignac, 2008; Cao et
al., 2010; Creasy et al., 2015; Ellis-Hill et al., 2009; Grant et al., 2006; Morris et al.,
2012; Robison et al., 2009; Visser-Meily et al., 2006). This may require health
professionals to reflect on their current practice. One way to achieve this would be by
broadening their attitudes and beliefs to optimise stroke survivors’ personal, relational,
environmental and social aspects of participation in physical activity via adoption of a
participatory person and family centred care approach (Creasy et al., 2015; Hammel et
al., 2015; Morris et al., 2015; Satink et al., 2015). Excitingly, a person and whānau
(defined as, “Those to whom the person relates in terms of shared experiences, values
and beliefs” (Darlow & Williams, 2018, p. 6)) centred care model has recently been
developed to guide NZ physiotherapists in inclusive and collaborative practice (Darlow
& Williams, 2018).
This study has limitations. The findings are limited to female partner support persons
of male stroke survivors in heterosexual relationships. People whose gender identity
and/or sexual orientation differs from the participants in this study may report different
experiences. For example, Larson et al (2008) indicated that female caregivers of male
stroke survivors experienced poorer psychological health than their male counterparts
in heterosexual relationships. Furthermore, a small body of evidence also reports that
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male caregivers in heterosexual relationships are more likely to be given advice about
alternative care options than their female counterparts (Gosman-Hedstrom & DahlinIvanoff, 2012; Larson et al., 2008; Saban & Hogan, 2012).
It is also possible that sampling bias is present in my study. The support person
participants all had strong beliefs and attitudes about the importance of physical activity
for their stroke survivors and for themselves, which may mean they are more likely to
participate in research about physical activity. In addition, the findings may be
different for support persons with alternative views about physical activity.
7.6

Conclusion

Stroke can have an unexpected and overwhelming effect on the entire family unit.
Health and support services have limited access to funding and therefore stroke
survivors are discharged earlier in their recovery, with the expectation that the partner
and family members will provide ongoing support and encouragement for their stroke
survivor. Support persons acknowledge this as an unwanted and challenging role, but
feel obligated to provide the required support and additional responsibilities over and
above their usual responsibilities. This study has shown that health professionals can
create barriers for stroke survivors wishing to participate in valued and meaningful
activities because of their attitudes towards goal setting and inclusivity of support
persons during the rehabilitation journey. The findings suggest health professionals
consider the value of collaborating with support persons of stroke survivors through a
participatory person and family centred care approach. It is also essential that
information provided by health professionals is consistent (without conflicting
messages) but individualised to meet the stroke survivor’s and support person’s
changing needs over time. Future research is required to determine the usability of the
educational health resource developed in this PAR study with other support persons of
stroke survivors.
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Chapter 8
8.1

Discussion

Chapter overview

This chapter brings together and synthesises the inferences found in each of the strands
in this mixed method inquiry to present meta-inferences (mixing the methods) and the
limitations of the research.
8.2

Introduction

This thesis inquiry explored factors that influenced access to and participation in
physical activity for men following stroke when “out of care” and living in the
community in Canterbury, NZ. Prior research discussed in Chapter 1 illustrated that
physical activity reduces the effects of modifiable risk factors for stroke, secondary
conditions arising from the stroke, and the onset of further strokes. In addition, a small
body of research has shown that participation in physical activity can positively
influence threatened identity after stroke. I focused the research inquiry towards male
stroke survivors’ access and participation in physical activity at fitness centres because
fitness centres could be places that enhance masculinity through exercise programmes
targeting strengthening. Fitness centres could also provide an atmosphere where men
feel safe and supported by fitness centre staff when exercising.
Despite clear benefits of physical activity and my assumptions about the value of
fitness centres for male stroke survivors, the literature presented in Chapter 1 reported
that very few stroke survivors participate in physical activity. Many stroke survivors
that do participate in physical activity do not meet the recommended guidelines
(Martin, 2013; Prior & Suskin, 2018; Saunders et al., 2016; Vahlberg et al., 2018).
Men who identify with traditional masculinity beliefs (e.g., power, dominance, control,
and strength) are less likely to engage in activities that promote healthy lifestyles when
compared to women, even when they understand the importance for health and wellbeing. This is particularly concerning for health professionals supporting male stroke
survivors in particular because current strategies to promote behaviour change are
clearly ineffective.
I used a mixed methods methodology within a social ecological framework to
investigate multiple levels of influence using quantitative and qualitative methods.
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Those methods included quantitatively auditing fitness centre accessibility at the
organisational and community levels, and qualitatively prioritising the subjective voices
of the male stroke survivors and their support persons across intrapersonal,
interpersonal, organisational and community levels. Therefore, the purpose of this
chapter is to “mix the methods” to discuss the meta-inferences which I derived from
synthesising the inferences across all strands of this thesis inquiry. This synthesis
involved examining the inferences made in each of the three strands and comparing or
contrasting these findings alongside the current literature (see Appendix 26). Two
meta-inferences arose from the synthesised inferences. First, all levels of the social
ecological framework influence male stroke survivors’ access to and participation in
physical activity. Second, PAR could be a useful approach for addressing barriers and
facilitating change at each level of the social ecological framework. I will discuss each
of these meta-inferences and present limitations for the inquiry.
8.3

Meta-Inference 1: All Levels of the Social Ecological Framework Influence
Access and Participation in Physical Activity

Drawing on Bandura’s (1998) social cognitive theory and Miche, van Stralen, and
West’s (2011) work on behaviour change, a male stroke survivor is likely to engage in
physical activity if he, (a) feels physically and psychologically capable, (b) is motivated
by the expected outcomes of engaging in physical activity, and (c) has opportunities
that enable participation. Perceived barriers to capability and opportunity influence
motivation and therefore behaviour (Cattaneo & Chapman, 2010). Using a social
ecological framework as an approach to explore male stroke survivors’ behaviours
towards access to and participation in physical activity was a strength for this thesis as
discussed in the methodology chapter (see Chapter 3).
To date, the majority of research has focused on one or two levels of the social
ecological framework, namely within the intrapersonal and interpersonal levels
(Anderson & Whitfield, 2011; Bauman et al., 2012). Very little research has targeted
the outer levels of the social ecological framework, although Bauman et al (2012)
suggests these constructs are important to study because they also influence access and
participation in physical activity. Indeed, research has shown that policy is a correlate
of physical activity participation (Bauman et al., 2012). Furthermore, barriers
encountered within the outer levels (particularly organisational, community and social
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policy levels) of the framework are the most difficult to change. For example, it is
extremely difficult to modify buildings to improve access after the building has been
constructed. The social ecological framework therefore, allowed a much broader
exploration of multiple constructs that may have influenced the men’s capability,
motivation and opportunities to engage in physical activity and re-establish identity
(Cott, Wiles, & Devitt, 2007; Hammel et al., 2015; Michie et al., 2011; Morris et al.,
2015).
For ease of reading, I will discuss each level of influence individually although I fully
acknowledge that the levels are interdependent. Non-disabled individuals’ attitudes
will be explained within all levels except the intrapersonal level. This is because other
people’s attitudes within the levels outside the intrapersonal level can cumulate to
influence a stroke survivor who lies at the heart of the social ecological framework.
8.3.1

Social ecological framework: Intrapersonal level.

The outcome most important for stroke survivors is to re-establish their identity within
the limits of their stroke related impairments (Cott et al., 2007). The literature review
(see Chapter 2) identified that re-establishing identity primarily requires self-efficacy
and resilience to overcome imposed personal, environmental and social barriers.
Interestingly, all of the male stroke survivor participants in the second strand of this
thesis inquiry were regularly physically active while being participants in the study.
However, the physically active behaviours of these men were in stark contrast to the
evidence reported in the introductory chapter. Indeed, Chapter 1 illustrated that most
stroke survivors are physically inactive (Prior & Suskin, 2018; Saunders et al., 2014;
Saunders et al., 2016; Vahlberg et al., 2018). Although the men in the PAR study
acknowledged engaging in physical activity was not always easy, in essence, they were
self-efficacious and resilient to overcome intrinsic barriers. They felt more resilient to
tackle personal challenges when they were able to accept their “new self” after stroke.
Freeman, Adams and Ashworth’s (2015) male participants with traumatic brain injury
also reported that acceptance of the “new me” was important to move on with life post
injury.
The process to becoming self-efficacious and resilient appears to move through several
stages following stroke (Bandura, 1998). At first, stroke survivors report feeling
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vulnerable (Brown et al., 2014). As time progresses, many stroke survivors become
resigned to the idea that their lives have changed (Pallensen, 2014; Sarre et al., 2014).
Resignation leads to acceptance of the stroke and enhances the stroke survivor’s
confidence and belief in their ability to problem solve and adapt around the challenges
of living with stroke (Pallensen, 2014; Sarre et al., 2014; Woodman et al., 2014). The
men who participated in the research towards this thesis were adamant that their
intrinsic psychological characteristics (i.e., self-efficacy, resilience, perseverance and
flexibility) played a crucial role in their ability to adapt to life post- stroke and
successfully participate in meaningful activities. Anderson and Whitfield’s (2011)
stroke survivor participants (where two thirds were men) also attributed their
engagement in meaningful activities after stroke primarily to their personal
characteristics. Thus, both the male stroke survivors who participated in the research in
this thesis and those of Anderson and Whitfield (2011) were undoubtedly able to adjust
and self-manage after stroke. Whilst many of the male stroke survivors who
participated in Strand 2 of this thesis accepted they could not return to their pre-stroke
activities such as tennis, sailing or cycling because of physical impairments, they
nevertheless perceived they were able to adapt their physical activity to suit their “new
self” because they were self-efficacious and resilient. In addition, they understood that
the benefits of being physically active for healthy well-being and participating in
valued activities outweighed the barriers they encountered.
Self-efficacy and resilience are dynamic constructs that develop and change over time
(Brands, Stapert, Kohler, Wade, & van Heugten, 2014; Lloyd, Roberts, & Freeman,
2014; Pallensen, 2014; Sarre et al., 2014). While these constructs are highly dependent
on context and intrinsic attitudes, stroke survivors may be further challenged to
demonstrate such behaviours when faced with extrinsic social and environmental
barriers (Lloyd et al., 2014; Sarre et al., 2014). For example, although the men who
participated in this thesis inquiry were self-efficacious in their physical activity
behaviours, it did take time and support from the PAR group for them to feel confident
enough to visit an unfamiliar gym environment that they perceived may be
unwelcoming. These findings align with the evidence presented in the literature review
where stroke survivors were enabled to participate in physical activity successfully if
they demonstrated self-efficacy, resilience, believed in the benefits of physical activity,
and felt supported by family members and/or health professionals.
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Stroke survivors who do not have the same levels of self-efficacy and resilience as the
participants in the second strand of this thesis will likely require considerable support
from their family members and health professionals to engage successfully in physical
activity. Sarre et al’s (2014) systematic review of qualitative studies which explored
adjusting to life after stroke found that stroke survivors required practical and
emotional social support for successful adaptation and development of self-efficacy.
Indeed, social support is a strong correlate of physical activity participation (Bauman et
al., 2012). Research suggests that stroke survivors who participate in physical activity
with the support of others (e.g., at a fitness centre with like-minded individuals, such as
other stroke survivors, and/or with family members or friends) can enhance social
connection, re-establish identity and increase quality of life (Lou et al., 2017; Morris et
al., 2015; Teasel et al., 2014).
8.3.2

Social ecological framework: Interpersonal level.

In Strand 2 of this thesis inquiry, the male stroke survivors identified fitness instructors
as a positive source of support for their own personal participation in physical activity.
They reported that the fitness instructors were welcoming, friendly, and knowledgeable
about how to support them to be physically active safely. Johnson, Goodwin, and
Leo’s (2015) participants with disability who exercised at an accessible fitness centre
also felt fitness instructors provided a comfortable, friendly and supportive
environment, which allowed them to feel safe. Interestingly, male stroke survivors in
Poltawski et al’s (2015) qualitative study which described motivators for the uptake and
maintenance of exercise explained that they felt more supported by fitness instructors
(rather than health professionals). This may be because the fitness instructors were
perceived as motivational, positive and success-driven in contrast to risk averse health
professionals. Thus, fitness instructors who provide a safe and supportive environment
enhance stroke survivors’ confidence and self-efficacy (Morris et al., 2012; Poltawski
et al., 2015).
The positive experiences that the male stroke survivors reported about fitness
instructors contrasts starkly with the findings from the systematic review, particularly
in the system access domains of professional behaviour, professional training and
support, and programmes (see Chapter 4). In the systematic review, none of these
domains indicated a high degree of accessibility (identified as 63%, 54% and 68%
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respectively). The studies in the systematic review that reported fitness instructors’
attitudes and knowledge towards people with disabilities were unfavourable. In
addition, people with disabilities have described an unwelcome atmosphere at fitness
centres where they perceived fitness instructors held “ablest” attitudes, which did not
feel inclusive (Richardson et al., 2017; Rolfe et al., 2012). Indeed, Richardson et al’s
(2017) participants with disability indicated that they felt marginalised by the cultural
values of the fitness centre staff, who appeared to welcome muscular and aesthetically
pleasing individuals. In other research, people with disabilities explained that fitness
instructors lacked knowledge, education and training in disability issues, leaving them
feeling concerned for their safety (Morris et al., 2012; Rimmer, Riley, Wang,
Rauworth, et al., 2004; Rolfe et al., 2012; Wiles et al., 2008). They indicated fitness
instructors did not have the confidence to modify an exercise programme for a person
with disability (Morris et al., 2012; Rimmer, Riley, Wang, Rauworth, et al., 2004; Rolfe
et al., 2012). Fitness instructors also reported that they lacked knowledge and training
in disability issues (Condon & Guidon, 2017; Fullerton et al., 2008). To the best of my
knowledge, there are no published studies that have investigated fitness instructors’
experiences of working with people with disabilities within a NZ context. Therefore, it
is possible that fitness instructors in NZ hold an alternative perspective to fitness
instructors in the international research literature.
Health professionals, particularly physiotherapists, could play a useful role in
supporting fitness instructors to feel confident when working with stroke survivors.
Working collaboratively alongside fitness instructors and the stroke survivor as they
transition between rehabilitation and “out of care” could be an ideal time for education
and information sharing. Twenty years ago, Rimmer (1999, 2002) published a
conceptual model of health promotion for people with disabilities, which recommended
physiotherapists and fitness instructors work collaboratively in the transitional phase of
recovery to enhance access to and participation in physical activity. Individuals with
disabilities valued this supported approach to participation in physical activity when
transitioning “out of care” because they felt less abandoned by the health system (Wiles
et al., 2008). More recently a systematic review by Merali, Cameron, Barclay, and
Salbach (2016) explored community based exercise programmes for individuals with
neurological disability and found that physiotherapists engaged with fitness instructors
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in eight of the 15 studies reviewed. Therefore, collaboration between physiotherapists
and fitness instructors appears to be increasing in a number of countries.
Despite recognising support from fitness centre staff, it was interesting that the male
stroke survivors in this thesis inquiry did not explicitly identify nor did they discuss the
support they received from their partners. It was certainly evident that the men
received practical physical support from their partners to enable them to participate in
physical activity and other meaningful activities. Furthermore, although a different
group of support person participants were involved in the research in Strand 3; those
partners felt they provided emotional support as well as practical physical support for
their male stroke survivors. Anderson and Whitfield (2011) termed these supports
“scaffolding support”, which includes physical, practical and emotional support. It is
important to note that not all stroke survivors will achieve independence without
support so this idea of “scaffolding support” may enhance a stroke survivor’s dignity,
autonomy and control in the process towards developing self-efficacy, resilience and
re-establishing identity.
The support person participants in Strand 3 indicated, however, that providing such
support was challenging to them. The support person participants identified that their
lives had changed abruptly, just as they had for the stroke survivor. They also
identified, in line with other research, feeling a loss of their identity and how they had
to learn to accept, adapt and build resilience alongside their stroke survivor (Anderson,
Keating, et al., 2017; Greenwood & MacKenzie, 2010; Quinn et al., 2014; Saban &
Hogan, 2012; Ytterberg et al., 2017; Zhang & Lee, 2017). If the primary support
person can feel self-efficacious in their role as the caregiver, they may be more able to
provide scaffolding support for their male stroke survivor (Backstrom et al., 2010;
Zhang & Lee, 2017). However, the quality of the scaffolding support provided by the
support person may not be able to be consistent over time. It may vary, depending on
their emotional, spiritual and physical well-being and the support they, in turn, are
receiving.
An essential component for partners of stroke survivors to build self-efficacy and
confidence in their caregiving role is receiving practical and psychological support
from health professionals (Lou et al., 2017). The support persons in Strand 3, however,
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felt unsupported by health professionals. They felt that health professionals did not
listen to or value their expertise as the caregiver, and that health professionals provided
information and education that was, at best, confusing. Hoffman, McKenna, Herd, and
Wearing’s (2007) study found that health professionals admitted that they provided
written information to stroke survivors and family members less than 25% of the time
even though they perceived it would be beneficial (Hoffman et al., 2007). Therefore, it
is not surprising the support persons in this thesis inquiry felt they had needed to forge
ahead independently of health professionals in supporting the stroke survivors to regain
their social identity. By gathering information from others in a similar situation,
extensive reading of literature, and experiential learning, the partners understood that
participation in physical activities that enhanced social participation were crucial to
enhance the stroke survivor’s sense of self-worth and self-esteem. Indeed, other
research with stroke survivors has also identified that supported engagement in social
participatory activities are important for re-establishing identity (Jellema et al., 2016;
Lou et al., 2017; Robison et al., 2009).
Furthermore, the support person participants in Strand 3 found the attitudes of
physiotherapists, particularly in relation to goal setting, frustrating because the goals
did not seem meaningful to the stroke survivor. One of the male stroke survivor
participants in Strand 2 vehemently shared this view, describing his prescribed exercise
programme as boring and meaningless. These findings resonate with the evidence
presented in the literature review (see Chapter 2) which suggested that health
professionals had their own agenda in prioritising a stroke survivor’s function for
everyday tasks and reducing risk. Over the past ten years, research focusing on goal
setting in stroke rehabilitation has grown considerably, and such research is supportive
of the support person and stroke survivor participants’ views as described in this thesis.
Several studies have discussed the power imbalance and mismatch between patients
and family members on the one hand, and health professional expectations and agendas
in rehabilitation goal setting on the other hand (Brown et al., 2014; Cameron et al.,
2018; Cott et al., 2007; Jones, Postges, & Brimicombe, 2016; Levack, 2018; Levack et
al., 2011; Lloyd et al., 2014; Moore, Britten, et al., 2016; Morris et al., 2015; Mudge,
Stretton, & Kayes, 2014; Norris & Kilbride, 2014; Reunanen, Talvitie, Jarvikoski,
Pyoria, & Harkapaa, 2016; Rosewilliam, Pandya, & Roskell, 2015). Furthermore,
Brown et al (2014) and Lloyd et al (2014) have explained that goal setting is a
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contextual construct. For example, stroke survivors in an acute care setting are likely to
require a different approach to goal setting when compared to those living in the
community. Stroke survivors living in the community are more likely to focus their
goals around activities that are participatory, meaningful, social, and enhance healthy
well-being (Jones et al., 2016; Levack, 2018; Rosewilliam et al., 2015). Nevertheless,
regardless of the setting or context, a shared collaborative decision-making approach is
recommended as the foundation for goal setting (Mudge et al., 2014; Playford, 2015;
Rosewilliam et al., 2015).
Collaborative goal setting can however be challenging. Health professionals could
argue that genuine collaboration is not always viable. Individuals are diverse in their
embodiment and not all patients are able to, or wish to, be involved in the sharing of
power and decision-making (Batalden et al., 2016; Edwards, Jones, Higgs, Trede, &
Jensen, 2004; Nicholls et al., 2016). However, for an individual to feel empowered, it
seems vital that at the outset of every interaction, health professionals engage in a
collaborative conversation to determine how the individual wishes to engage and
participate. Health professionals must also consider a multitude of other factors that
influence the process (Lloyd et al., 2014; Mudge et al., 2014; Playford, 2015; Reunanen
et al., 2016). For example, physiotherapists have described the complexities they face
when goal setting. They are thinking about the patient’s impairments, the family’s
needs and expectations, and the restrictions imposed by the health care organisation
(Cott et al., 2007; Creasy et al., 2015; Levack et al., 2011; Lloyd et al., 2014; Norris &
Kilbride, 2014; Playford, 2015; Reunanen et al., 2016; Rosewilliam et al., 2015). New
Zealand authors Mudge and Stretton (2014) used an auto-ethnographic research design
to engage in a collaborative person-centred goal-setting approach with individuals with
neurological impairment. Although they established that physiotherapists thought they
were collaborative, these authors identified that a genuine collaborative approach did
create tension within study participants’ long held traditional physiotherapy
paternalistic attitudes. The physiotherapists in the study struggled to alter their views
about the psychological harm of allowing their patients to set unrealistic goals because
these may foster false hope. However, the patients in their study welcomed a truly
collaborative approach because they felt the physiotherapists had listened, valued, and
empowered them in the goal setting process.
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Research recommends health professionals should also be inclusive and collaborative
particularly with support persons of male stroke survivors during goal setting, because
they are expected to provide support after discharge (Creasy et al., 2015; Levack, 2018;
Rosewilliam et al., 2015). The masculinity literature also supports the notion that men
may find it easier to engage in physical activity if they have support from their partner
(Carnahan et al., 2018; Garfield et al., 2009). The nature of the relationship between the
stroke survivor and their partner strongly influences participation in physical activity.
Therefore, it is crucial for health professionals to practice a truly collaborative person
and family centred approach to empower stroke survivors to participate in physical
activity and to empower their partners’ self-efficacy and confidence in their caregiving
role (Creasy et al., 2015; Teasel et al., 2014).
8.3.3

Social ecological framework: Organisational level.

A person and family centred model of care embraces the philosophical principles of a
transformative worldview as described in the methodology chapter (Chapter 3). At its
core, a person and family centred model of care values dignity, respect, empowerment,
collaboration and the notion that power should be shared among all stakeholders across
all levels of the social ecological framework (Cameron et al., 2018; Darlow &
Williams, 2018; World Health Organisation, 2015). The World Health Organisation’s
(2015) Global Strategy on People-Centred and Integrated Health Services (PCIHS)
strongly recommends health organisations adopt this model of care in their practice,
and that organisations ensure adequate resourcing to support it. However, health
professionals report barriers to adopting person and family centred care (Batalden et al.,
2016). Health professionals have reported they lacked time to practise a genuine
collaborative approach and often slipped back to their traditional models of practice
(Batalden et al., 2016; Coulter, Roberts, & Dixon, 2013; Moore, Britten, et al., 2016).
Furthermore, as outlined in Chapter 3, health organisational philosophies that continue
to privilege a traditional biomedical model of care create barriers to health
professionals being able, or supported, to practise person and family centred care
(Batalden et al., 2016; Moore, Britten, et al., 2016; Nicholls et al., 2016). Biomedical
disease based models of care tend to focus on a siloed approach which is expensive and
therefore fosters inequitable access to health funding (Batalden et al., 2016; Cameron et
al., 2018; Moore, Britten, et al., 2016; Nicholls et al., 2016; World Health Organisation,
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2015). Indeed, the support persons in Strand 3 of this thesis inquiry identified unequal
access to health services for their stroke survivors. They believed this was based on
how the health organisation organised and delivered allocated funding resources for
health services.
Fitness centres were a strong focus in this thesis inquiry as a place for stroke survivors
to participate in physical activity. While the male stroke survivors in the second strand
found fitness centre staff welcoming and friendly, they did provide suggestions to
enhance the inclusivity of the organisations’ systems and policies. The men felt that
many fitness centre organisations were only for the “beautiful people”. Furthermore,
the men in Strand 2 recommended that fitness centre organisations produce advertising
material that welcomed all people, including people with disability. These findings
align with Poltawski et al’s (2015) research described in the literature review (Chapter
2).
Advertising through various forms of media could be particularly useful in shaping
men’s views about health and well-being. Imagery that depicts men participating in
healthy lifestyles will more likely influence other men to engage in similar behaviours
(Mahalik et al., 2007) because masculinity is socially and culturally constructed (Evans
et al., 2011). Men also appreciate pragmatic, practical, and explicit reasons to
participate in healthy behaviours (Robertson, 2006). Therefore, media illustrations
where men with disability are shown engaging in masculine physical activities
alongside non-disabled men and/or their family members (particularly their primary
support persons) may be a powerful approach that ignites the idea for behaviour change
(Courtenay, 2000b; McNeill & Firman, 2014; Smith, 2013). Indeed, Smith (2013)
recommended that advertising campaigns use a storytelling approach where men with
disabilities tell stories about their engagement in physical activity, which may capture
the imaginations of non-physically active men and empower them to participate. Such
imagery should extend beyond men exercising at fitness centres. Images showing men
being physically active in their daily activities or social pastimes are also important
because not all men want to, or are able to, engage in exercise at fitness centres
(Carnahan et al., 2018; Garfield et al., 2009).
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Although fitness centre programmes provide activities that are recommended by
physical activity guidelines for stroke survivors (i.e., exercises that improve strength,
flexibility and cardiovascular fitness), they do have a major drawback; they do not
incorporate participatory activities in their programmes. This means stroke survivors
who are strongly motivated by meaningful participatory activities or physical activity
that occurs as a by-product of social participation (Frank, Engelke, & Schmid, 2003)
may not find exercising at a fitness centre sufficiently motivating to enable them to
engage in this form of exercise. Indeed, two of the men in Strand 2 chose to engage in
participatory physical activities such as Nordic walking and golf. Furthermore, while
the other men who took part in the research identified that they would have liked to
engage in participatory activities, they felt their stroke related impairments were a
barrier to do so, which led them to be physically active at fitness centres. Therefore,
before recommending physical activity at a fitness centre, physiotherapists should
engage collaboratively with the stroke survivor and their support persons to determine
what activities are valued and meaningful to them.
8.3.4

Social ecological framework: Community level.

This thesis had identified through the literature review and Strands 1, 2, and 3 that the
built environment influences a stroke survivor’s self-efficacy, independence and
autonomy to participate in physical activities of their choice. This was also true for
fitness centres. An inaccessible built environment can negatively affect a stroke
survivor’s ability to connect socially within their community. The findings from the
systematic review (Chapter 4) and the male stroke survivors in Strand 2 converged to
support the notion that fitness centre physical access is generally poor. According to
the men, access routes and entrance areas were hugely influential as to whether they
could participate at a fitness centre and played a vital feature for equitable access. The
support persons in this thesis inquiry identified that prior scrutiny was necessary to
ensure the built environment was safe and accessible for their stroke survivor. In a very
recent study, Kaufman-Scarborough (2019) indicated that people with disabilities and
their support persons were likely to screen the built environment for accessibility (i.e.,
via reviewing a venue’s accessibility information on its website) before they ventured
there. This author introduced the notion of “accessibility messaging” where venues
could inform consumers of their accessibility status. Indeed, the support persons in
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Strand 3 would have welcomed such an idea because it could have provided an
alternative to their current method of physically visiting the venue before
accompanying their stroke survivor there.
Eisenberg, Vanderbom, and Vasudevan (2017) systematically reviewed studies that
explored the relationship between the built environment and physical activity for
individuals with disability. They found that the physical design of the built environment
created the greatest barrier for participation in physical activity for such individuals.
Poor physical access caused individuals with disabilities to feel unsafe and vulnerable,
which affected their decisions to venture into their community spaces and places
(Eisenberg et al., 2017). Adopting the principles of universal or inclusive design (as
discussed in Chapters 4 and 5) at the planning phase (Heylighen, Van der Linden, &
Van Steenwinkel, 2017; Imrie, 2012; Mulligan et al., 2017) would go a long way to
remove built environment barriers for individuals with disabilities. Although small
modifications of existing buildings may improve some aspects of accessibility, full
equitable access remains challenging because it requires substantial financial outlay.
Therefore, stakeholders with an interest in disability issues wait in hope for building
professionals (e.g., building developers, architects, city planners) to consider equitable
access that is inclusive of all human diversity when constructing new buildings or
designing new areas within cities and towns (Jackson et al., 2018).
To date, a built environment where all people and the environment “fit” continues to
remain an elusive notion. Although building professionals’ attitudes and knowledge
about disability would have a very powerful influence on whether the built environment
is designed inclusively, latest research indicates that building professionals continue to
lack knowledge about disability (Heylighen et al., 2017; Jackson et al., 2018; KaufmanScarborough, 2019). For example, Heylighten et al’s (2017) research suggested that
building professionals have entrenched thinking that inclusive design is necessary only
for wheelchair users. An ideal time to modify the views of building professionals’
about disability may be during building professionals’ educational programmes
(Heylighen et al., 2017). Instead of architectural design education curricula being built
on the notion that accessible design is to allow wheelchair users access to a building
(Jackson et al., 2018), perhaps such educational institutions could collaborate with
disability experts (with an in-depth knowledge of an inclusive biopsychosocial model
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of disability) and people with disabilities as a way to overturn entrenched thinking.
New Zealand authors, Mulligan et al (2017) provide one such example. These authors
implemented an experiential learning module for students of architectural design, which
focused on increasing the students’ awareness about disability issues in the built
environment and what would entail the notion of inclusive design. Physiotherapists
with expertise in disability collaborated with architectural design teaching staff to
create the module (Mulligan et al., 2017). The authors reflected with the architectural
design students following the completion of the module and found that the students’
attitudes towards people with disability had changed. The students identified that they
gained a better understanding about disability issues and they could recognise aspects
of poor design that would lead to difficult environmental access, and that this had
fostered them to design inclusively. Furthermore, the student participants realised that
designing inclusively was essential right from the beginning of the design process, so
that the addition of features to provide access did not have to be an expensive add-on
(Mulligan et al., 2017).
Indeed, research strongly recommends building professionals collaborate with people
with disabilities throughout the design and build process (Evans, 2018; Heylighen et al.,
2017; Imrie & Luck, 2014; Jackson et al., 2018). End-users’ perspectives are likely to
facilitate building professionals’ attitudes to change towards inclusive design for all
people (Heylighen et al., 2017). However, including people with disabilities in the
design process is not current practice by building professionals (Evans, 2018;
Heylighen et al., 2017). The male stroke survivors in Strand 2 discovered during their
conversation with the Disability Advocate, that building developers are more likely to
design inclusively if they have personal experiences with people with disability.
Hence, collaborating with people with disabilities about inclusive design is a
recommendation from this thesis.
8.3.5

Social ecological framework: Societal policies level.

The findings from the systematic review (Chapter 4) and the male stroke survivor PAR
study (Chapter 5) in this thesis converged to reveal that one of the greatest barriers
towards creating an equitable and inclusive built environment for stroke survivors (and
other individuals with disabilities) is sub-standard building legislation for accessibility.
It is highly likely that individuals with limited knowledge of disability issues (Jackson,
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2018) create building legislation. Therefore, enlightening legislation makers about
disability issues is paramount. Until they recognise and understand the diversity of
human ability (and therefore the importance of inclusivity for all people), the built
environment will largely remain inaccessible for stroke survivors and other individuals
with disability. One of the most effective methods of enlightening legislation makers’
knowledge about disability issues is to collaborate with end-users (Jackson, 2018).
Interestingly, recommendations for NZ legislation makers to partner with people with
disabilities appeared over two decades ago (Gleeson, 1997), yet this notion continues to
be an overlooked opportunity at the present time.
8.3.6

Implications for health professionals, particularly physiotherapists.

This thesis has shown that multiple factors within and across every level of the social
ecological framework influence a male stroke survivor’s access to and participation in
physical activity. However, other people’s attitudes (i.e., support persons, fitness
instructors, health professionals, building professionals and legislation makers), which
span all the levels of the framework, appear to have the most profound and powerful
effect on physical activity participation for male stroke survivors. For example, at the
outer levels of the framework (community and societal policy levels), access to the
built environment is strongly influenced by the attitudes and knowledge of building
legislation makers and building professionals. At the organisational level,
organisational cultural attitudes and fitness centre management attitudes affect how
health professionals and fitness instructors (respectively) engage with male stroke
survivors and their families at the intrapersonal and interpersonal levels.
Health professionals supporting male stroke survivors to engage in healthy behaviours
would benefit from adopting a multi-level social ecological approach in their practice
(Anderson & Whitfield, 2011; Bauman et al., 2012; Morris & Williams, 2009; Satink et
al., 2015). Indeed, this thesis illustrates that health professionals, particularly
physiotherapists, could play a vital and broad role in exploring and addressing the
multiple barriers (which extend across all levels of the social ecological framework)
that male stroke survivors and their support persons experience when attempting to
access and participate in physical activity. The beneficial effects of participation in
regular physical activity provide a solid foundation for individuals with disability to
engage in meaningful activities that enhance social connection and re-establish identity.
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Cott et al (2007) and Evans et al (2011) support this notion, recommending that health
professionals move their rehabilitation focus beyond stroke survivors’ functional
outcomes to prioritising healthy well-being and re-establishing identity through
meaningful activities.
I have created a figure to illustrate the multiple collaborations and strategies that this
thesis recommends to physiotherapists in supporting male stroke survivors’ access to
and participate in physical activity across all levels of the social ecological framework
(see Figure 10). The notion of collaborating across all levels of the social ecological
framework represents a worldview shift for many physiotherapists (Karazivan et al.,
2015). They first need to be open to change so they can relinquish paternalistic power
(which is embedded in their training and privileged by health organisations as identified
in Chapter 3). They then need to be open to embracing the notion of shared power
found within a transformative worldview (Nicholls et al., 2016). Sharing power
between the patient, support persons and the therapist is the first step towards
facilitating intrapersonal and interpersonal behaviour change.
8.4

Meta-inference 2: Participatory Action Research (PAR) could be a Model
for Facilitating Change at each Level of the Social Ecological Framework

This thesis inquiry privileged a PAR approach across multiple levels of the social
ecological framework to explore factors that influence male stroke survivors to access
and participate in physical activity. I also used PAR to collaborate with support
persons of male stroke survivors to create an educational resource. Certainly,
physiotherapists could collaborate with individuals across multiple levels of the social
ecological model using a cyclical PAR process of planning, acting and reflecting as
depicted in Figure 11. For instance, physiotherapists could collaborate with male
stroke survivors (intrapersonal level), their support persons and fitness instructors
(interpersonal level) and fitness centre managers (organisational level) to enhance
inclusive physical and system access of fitness centres. Using a PAR process to
collaborate with end-users and other stakeholders across multiple levels of the social
ecological framework is described as an inclusive integrated systems approach
(Greenhalgh, Jackson, Shaw, & Janamian, 2016). The outcomes of a systems approach
are considered rich in producing knowledge that is robust because it arises from what is
meaningful to the end-user (Greenhalgh et al., 2016).
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Figure 10 Multiple collaborations recommended
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Figure 10 Multiple collaborations and associated strategies recommended for physiotherapists to understand and enhance
male stroke survivors access to and participation in physical activity across all levels of the social ecological framework.

Further to the discussion in Chapter 6, collaboration between the PAR group members
at the outset of the PAR process is the crucial element for individuals to feel
empowered to advocate for change (Cattaneo & Chapman, 2010; Edwards et al., 2004).
Genuine collaboration represents a partnership between the group members where
power and decision-making is shared, and each individual is valued and respected for
their personal experiences and expertise (Cott et al., 2007; Coulter et al., 2013; Edwards
et al., 2004; Karazivan et al., 2015; Nicholls et al., 2016). Indeed, Nicholls et al (2016,
p. 166) states that policy makers have recognised that, “it is only through collaboration
and partnership that we can make progress in the 21st century”.
The idea of genuine collaboration and the cyclical process of planning, action and
reflection are gaining momentum as the way forward for effective health service
delivery across all levels of a social ecological framework (Coulter et al., 2013; World
Health Organisation, 2015; World Health Organisation, Organisation for Economic Cooperation, & The World Bank, 2018). For example, United Kingdom authors Coulter
and colleagues (2013) developed a person centred “House of Care” model for people
living with long-term conditions in the primary care environment. Successful service
delivery in the “House of Care” model required engaged and informed patients who are
active participants, health professional and health organisational cultures that embrace
and practice genuine collaboration, and adequate financial resources to support the
model. This model of care abandons a reactive traditional biomedical approach, which
privileges illness, in favour of a proactive partnership and subsequent cyclical PAR
process of planning, action and reflection to enhance healthy well-being. However, the
authors note this model has been challenging to implement due to negative attitudes of
health professionals and an organisational culture resistant to change. Health
professionals who champion and practice a collaborative partnership are needed to
drive change (World Health Organisation et al., 2018). It does seem extremely
challenging, if not impossible, however, for health professionals to drive change when
many of their colleagues hold strong beliefs that they already practise in a collaborative
manner, yet as identified within this thesis, that is not the reality experienced by the
end-user.
Effective leadership could enhance collaborative models of service delivery. Leaders
who have embraced a transformative worldview of collaboration, shared power, and
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decision-making are perhaps more likely to be successful in facilitating change (Coulter
et al., 2013; Greenhalgh et al., 2016; Moore, Britten, et al., 2016; World Health
Organisation, 2015; World Health Organisation et al., 2018). Indeed, in this thesis the
male stroke survivor participants certainly suggested (see Chapter 6) that (researcher)
leadership was an essential component to empower the group members to advocate for
change (particularly in the initial stages of the PAR process). Consistent and effective
organisational leadership that supports a collaborative culture has greater success in
delivering quality health services (World Health Organisation et al., 2018).
Furthermore, quality health services will be enhanced by health organisation systems
and policies that provide for on-going education and training for health professionals,
and which are underpinned by adequate resourcing (e.g., time and fiscal support)
(Moore, Britten, et al., 2016; World Health Organisation et al., 2018).
Along with health professionals and organisational leaders who champion a
collaborative approach to facilitate behaviour change within and across all levels of the
social ecological framework, change also needs to be driven by the end-users
themselves. Indeed, this may be the most effective way to facilitate change, particularly
as a collective group of end-users. Certainly, the male stroke survivor participants in
Strand 2 felt empowered to advocate for change (as described in Chapter 6). In a
similar fashion, Hernandez, Balcazar, Keys, Hidalgo, and Rosen’s (2006) participants
with disabilities were somewhat successful in facilitating change in their community.
They surveyed the accessibility of public buildings and delivered an educational
intervention to the building owners. Six months after the educational intervention,
some of the building owners had improved accessibility (e.g., lowering the hand dryer
in the bathroom, removing posts at building entrances, and adjusting the doorframe to
require less force to open it). Thus, it is apparent that a small group of individuals with
disability can indeed be successful agents of change. End-users who campaign
collectively seem to have greater success at influencing change at policy level, rather
than local council representatives inviting end-users individually onto committees that
debate and develop accessibility policy. Indeed, one of the male stroke survivor
participants in this thesis supported this notion when a local council representative
invited him to join a group that focused on accessibility issues within the community.
While he acknowledged this was an important step towards advocacy for people with
disability at an organisational level, he also felt this might have been a tokenistic
182

gesture because the council representatives often did not acknowledge or act upon the
group’s recommendations.
The male stroke survivor participants in this thesis recognised that facilitating change in
the outer levels of the social ecological framework (e.g., organisational, community and
societal policy) would be very difficult without collective action of individuals with
disability along with support of disability advocates and researchers (see Chapter 5).
For example, facilitating change within the built environment would require a
collective group of individuals interested in inclusive access (i.e., people with
disability, family members, health professionals, and disability advocates) to educate
building professionals and legislative makers. Education of non-disabled members of
society (particularly those in positions of power) is an important feature for facilitating
change towards building an enabling environment for people with disability
(Hernandez et al., 2006; Iwarsson et al., 2004). As individuals are shaped by culture
and society, using the media to educate non-disabled individuals could be an important
medium to facilitate attitude change. Smith’s (2013) idea of using storytelling to
encourage men with disability to engage in physical activity (presented earlier in this
chapter) could also be a useful approach to educate and facilitate change regarding
inclusive access in the built environment, by using individuals with disability’s
personal stories. However, as the male stroke survivors discovered (see Chapter 6),
education is only one element that influences change. Robust collaborative research
and the collective action of end-users, supported by disability advocates (e.g., disability
organisations, health professionals) are also essential components to drive change at the
outer layers of the social ecological framework.
8.5

Limitations

Further to the limitations described within each strand of this thesis, this inquiry
specifically pertained to male stroke survivors and female support persons (in
heterosexual relationships) in Christchurch, NZ. Therefore, the findings cannot
necessarily be extended to men in a different cultural context (as they may define
masculinity differently), female stroke survivors, male partners of female stroke
survivors, male partners of male stroke survivors, or other individuals whose gender
identity and/or sexual orientation differs from the participants in this study. I
acknowledge that I did not explore my own worldview as a physiotherapist on gender
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and sexuality. Nor did I explicitly ask the participants about their gender identity or
their intimate relationships. On reflection, exploring these concepts further may have
provided additional insight, worth investigation in future research.
All of the male stroke survivors in the second strand (and the majority in the third
strand) were ambulatory and self-efficacious in their physical activity after their stroke.
Therefore, sampling bias is likely present in this thesis predominantly because I had to
rely on gatekeepers whose worldviews and preconceived ideas about types of
participants I sought may have influenced who they approached. In addition,
participants with positive physical activity beliefs are more likely to participate in
research about physical activity. I acknowledge therefore that non-physically active
and non-ambulatory participants are likely to report different experiences to access and
participation in physical activity. The following chapter concludes the discussion and
provides recommendations for future research based on some of these limitations.
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Chapter 9

Conclusions

Before I set out on this thesis journey, I assumed that male stroke survivors would
continue to participate in physical activity at fitness centres when “out of care” living in
the community. However, current evidence indicates that the majority of stroke
survivors are physically inactive to the point where they do not meet the recommended
guidelines. The literature identified a number of physiological, psychological,
environmental and social barriers and enablers, which influenced stroke survivors’
access and participation in physical activity. Furthermore, male stroke survivors were
less inclined to engage in healthy activities (even if they understood the health
benefits), perceiving them as feminine, which threatened their masculine ideations. I
argued that health professionals (particularly physiotherapists) could be well positioned
to support and empower male stroke survivors to engage in physical activity, although,
to facilitate behaviour change, it would be essential that they understand which factors
influence male stroke survivors to access and participate in physical activity.
Therefore, I set out to add to the minuscule amount of published evidence that pertains
specifically to men’s participation in physical activity following stroke.
I positioned myself in a transformative worldview and prioritised the voices of the
participants (i.e., male stroke survivors). Using a mixed methods explanatory
sequential design within a social ecological framework allowed knowledge and
understanding to extend beyond current research, where investigations are limited to
one or two levels of influence in a single programme of inquiry, and thus allowed
exploration of the topic from multiple levels of influence within this research inquiry. I
acknowledge that this thesis has used the social ecological as a model to illustrate
multiple factors of influence for male stroke survivors’ participation in physical activity
(see Chapter 8, Figure 10) rather than extending its theory.
The key argument emerging from the findings for physiotherapists and other health
professionals is the notion that several factors within and across all levels of the social
ecological framework influence male stroke survivors to access and participate in
physical activity. At the intrapersonal level, men are likely to participate in physically
active behaviours if they are motivated, self-efficacious and resilient. Male stroke
survivors who lack self-efficacy and resilience require “scaffolding support” from their
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support persons (i.e., physical, practical, and emotional support) to enable them to
overcome intrinsic and extrinsic barriers to participation. Physiotherapists need to
extend their philosophy of practice beyond the idea of restoring function, to supporting
male stroke survivors to engage in meaningful activities that target social participation
and assist to re-establish their identity. Focusing on re-establishing identity may be the
most effective motivator for behaviour change in men because it is central to masculine
ideation.
This thesis has illustrated that stroke has a devastating effect on the whole family,
particularly partners of male stroke survivors. The partners appear to go through a
similar process of loss and acceptance alongside the stroke survivor. In addition, they
feel unsupported by health professionals particularly regarding provision of accurate
information, even though “scaffolding support” from health professionals would likely
enable them to build self-efficacy and resilience for their caregiving role. Although
physiotherapists think they practise in a person and family centred model of care, the
support persons in this research were uncertain about this. They recommended that
physiotherapists and other health professionals listen, value their expertise as the
primary caregiver, and include them as an equal member of the rehabilitation team.
By far the greatest barrier the male stroke survivors and support persons encountered in
this research inquiry were the attitudes of non-disabled individuals at the outer levels of
the social ecological framework (organisational, community and social policy levels).
Health organisations continue to privilege the biomedical approach to health care
delivery, and fitness centre organisations and building professionals lack knowledge
about disability issues to the point of exclusion of people with disabilities.
Furthermore, this thesis has illustrated that the built environment is largely inaccessible
and has arisen from unintentional, yet entrenched, and ignorant discriminatory attitudes
of building legislation creators, city planners, building developers and architects.
Building an enabling environment for all people first requires an attitudinal change and
enhanced understanding about disability issues from individuals who create legislative
standards. These may however, be the attitudes that are the most difficult to change.
The second key argument arising from this thesis is the idea that using PAR as a model
of collaborative practice may be the most effective way to generate change at each level
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of the social ecological framework. At the intrapersonal and interpersonal levels of the
social ecological framework, physiotherapists who practice genuine collaboration using
the cyclical process of planning, action and reflection are more likely to empower male
stroke survivors and their partners to build self-efficacy and resilience to engage in
behaviour change. Most importantly, it is recommended that physiotherapists create a
safe and open communicative space at the outset, thus allowing the stroke survivor and
their support persons to choose how they wish to work together with the
physiotherapist. Facilitating change at the outer levels of the social ecological model
will be extremely challenging. This thesis has identified that change across these levels
will require collective action primarily driven by end-users who are supported by
disability advocates (i.e., disability organisations and health professionals who
champion inclusive access for people with disabilities). It appears an educative
approach that is underpinned by robust research may be the most effective way to
change the attitudes and knowledge of non-disabled individuals who hold positions of
power. Interestingly, most of the evidence to date regarding cyclical PAR approaches
has focused on the theoretical principles of PAR, although literature recounting
reflections of a PAR journey or PAR outcomes within research and health system
contexts are starting to emerge, albeit slowly. This thesis provides one such example.
It is essential that these experiences (whether successful or unsuccessful) continue to be
shared so we can all learn from each other to ensure that provision of care is
meaningful to the end-user and that the voice “to whom is matters” is acknowledged
and privileged.
9.1

Recommendations for Future Research

Building on the foundations of this thesis, I now provide recommendations for further
research using the structure of the social ecological framework. As illustrated in the
thesis, research studies do not always fit neatly into one level of the social ecological
framework but span multiple levels. For ease of reading, I will situate the
recommendations for future research firstly within and then across the levels of the
social ecological framework.

At the intrapersonal level future research for stroke survivors could focus on: (a)
exploring factors that influence female stroke survivors to participate in physical
activity; (b) including non-ambulatory stroke survivors and those that are physically
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inactive to determine if these individuals face similar, or additional, barriers to
participation in physical activity; and (c) extending our knowledge beyond the Western
masculinity ideations as male stroke survivors outside this cultural worldview may
experience alternative views to those described in this thesis.

At the interpersonal level, it will be essential to evaluate the usability of the educational
resource developed in Strand 3 with other support persons of stroke survivors. This
may enhance the impact of the research within the community by ensuring that the
valuable information generated in this thesis will be disseminated to a wider audience
in various formats such as written booklets and/or on the internet.
Before this thesis journey, I thought I practiced genuine collaboration with patients and
their family members. Now, at the end, I freely admit that I did not understand what it
meant to engage in a truly collaborative approach. As collaboration is the foundation
ingredient to empowerment and change, it is recommended that future research within
the organisational level of the social ecological framework explores physiotherapists’
and other health professionals’ attitudes and knowledge about practicing in
collaborative person and family centred models of care. This would be valuable to
understanding their philosophies of practice.
Not all stroke survivors wish to exercise at fitness centres however; it may be the safest
option for participation in physical activity. Indeed, some of the male stroke survivors
in this thesis explained that returning to pre-stroke activities was too challenging
because of their stroke related impairments and the environmental barriers they
encountered. Therefore, I recommend engaging in collaborative PAR research that
spans the intrapersonal and organisational levels of the social ecological framework.
Stroke survivors, other individuals with disabilities, fitness centre instructors and their
managers could work together with physiotherapists to explore and develop strategies
that would enhance inclusivity for people with disabilities at fitness centres.
Furthermore, this thesis has recommended using the media as a medium to facilitate
change. Male stroke survivors, physiotherapists, fitness instructors, and fitness centre
managers collaborating to design advertising imagery that tells a story of men with
disability engaging in physical activity alongside non-disabled individuals, may be a
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powerful tool to enhance stroke survivor participation in physical activity at fitness
centres.
Finally, facilitating change at the outer levels of the social ecological framework is
challenging. At the community and societal levels, I recommend a PAR approach
where physiotherapists and building professionals (i.e., city planners, building
developers, architects, and building legislation makers) collaborate to explore and
develop positive attitudes towards inclusive building practice. This may be the first
step towards building an enabling environment.
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Preliminary searches

No

No

Piloting of the study selection process

No

No

Formal screening of search results against eligibility criteria

No

No

Data extraction

No

No

Risk of bias (quality) assessment

No

No

Data analysis

No

No

Provide any other relevant information about the stage of the review here.

Review team details
6

Named contact
The named contact acts as the guarantor for the accuracy of the information presented in the
register record.
Ally Calder

7

Named contact email
Enter the electronic mail address of the named contact.
ally.calder@otago.ac.nz

8

Named contact address
Enter the full postal address for the named contact.
School of Physiotherapy University of Otago PO Box 4345 Christchurch Mail Centre 8140 NEW
ZEALAND

9

Named contact phone number
Enter the telephone number for the named contact, including international dialing code.
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0064 3 3643660

10

Organisational affiliation of the review
Full title of the organisational affiliations for this review, and website address if available. This field
may be completed as 'None' if the review is not affiliated to any organisation.
School of Physiotherapy, University of Otago, New Zealand
Website address:
http://www.otago.ac.nz/

11

Review team members and their organisational affiliations
Give the title, first name and last name of all members of the team working directly on the review.
Give the organisational affiliations of each member of the review team.
Title
First name
Last name
Affiliation

12

Mrs

Ally

Calder

School of Physiotherapy, University of
Otago
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Gisela

Sole

School of Physiotherapy, University of
Otago

Dr

Hilda

Mulligan

School of Physiotherapy, University of
Otago

Funding sources/sponsors
Give details of the individuals, organizations, groups or other legal entities who take responsibility
for initiating, managing, sponsoring and/or financing the review. Any unique identification numbers
assigned to the review by the individuals or bodies listed should be included.
Nil

13

Conflicts of interest
List any conditions that could lead to actual or perceived undue influence on judgements concerning
the main topic investigated in the review.
Are there any actual or potential conflicts of interest?
None known

14

Collaborators
Give the name, affiliation and role of any individuals or organisations who are working on the review
but who are not listed as review team members.
Title
First name
Last name
Organisation details

Review methods
15

Review question(s)
State the question(s) to be addressed / review objectives. Please complete a separate box for each
question.
For people with disabilities, how accessible are fitness centers?

16

Searches
Give details of the sources to be searched, and any restrictions (e.g. language or publication
period). The full search strategy is not required, but may be supplied as a link or attachment.
Restrictions: English language Databases: AMED; CINAHL; Scopus; EMBASE; Medline:
SPORTDiscus; Trip; Web of Science/Web of Knowledge Theses and dissertation databases:
ProQuest dissertation and theses database Web based search engines: Google;Google Scholar
Other: Hand searching relevant references

17

URL to search strategy
If you have one, give the link to your search strategy here. Alternatively you can e-mail this to
PROSPERO and we will store and link to it.
N/A
I give permission for this file to be made publicly available
No

18

Condition or domain being studied
Give a short description of the disease, condition or healthcare domain being studied. This could
include health and wellbeing outcomes.
Accessibility of fitness centers; physical activity for people with disabilities.

19

Participants/population
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Give summary criteria for the participants or populations being studied by the review. The preferred
format includes details of both inclusion and exclusion criteria.
There are two populations/participants being studied: 1) Inclusion: Indoor fitness centers open to the
public Excluded: Therapeutic rehabilitation facilities; public buildings not related to pursuing
recreational, sporting or exercising activities (eg bank, restaurants, cinemas etc) 2) Inclusion:
People with disabilities Exclusion: people without disabilities

20

Intervention(s), exposure(s)
Give full and clear descriptions of the nature of the interventions or the exposures to be reviewed
There are no interventions to be studied in this systematic review.

21

Comparator(s)/control
Where relevant, give details of the alternatives against which the main subject/topic of the review
will be compared (e.g. another intervention or a non-exposed control group).
None

22

Types of study to be included
Give details of the study designs to be included in the review. If there are no restrictions on the
types of study design eligible for inclusion, this should be stated.
Inclusion: Published studies and theses that use observational cross-sectional designs Exclusion:
All other study designs

23

Context
Give summary details of the setting and other relevant characteristics which help define the
inclusion or exclusion criteria.
N/A

24

Primary outcome(s)
Give the most important outcomes.
Standardised measures of accessibility such as (but not limited to): o ADA accessibility guidelines
checklist for buildings and facilities (ADAAG) the ADA checklist for readily achievable barrier
removal o Accessibility instruments measuring fitness and recreation environments (AIMFREE) o
Community health environment checklist – mobility (CHEC-M) and exercise facilities (CHEC-Fit) o
Removing barriers to health clubs and fitness facilities: an abbreviated accessibility survey o Health
empowerment zone environmental tool shortened environmental checklist: fitness centre survey
(HEZEAT-FCS).
Give information on timing and effect measures, as appropriate.
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Secondary outcomes
List any additional outcomes that will be addressed. If there are no secondary outcomes enter
None.
None
Give information on timing and effect measures, as appropriate.

26

Data extraction (selection and coding)
Give the procedure for selecting studies for the review and extracting data, including the number of
researchers involved and how discrepancies will be resolved. List the data to be extracted.
Data collection procedures: Articles for inclusion will be identified using the following process: 1.
Databases searched by one reviewer using the search terms identified above 2. Duplicates
removed 3. Title and abstract screen undertaken by two independent reviewers 4. Retrieval of full
text of potentially relevant articles 5. Multiple reports of the same study (i.e. thesis/dissertations and
the associated peer reviewed journal article) will be linked together. 6. Full text screen undertaken
by two independent reviewers against the eligibility criteria 7. If necessary correspond with study
authors to clarify study eligibility 8. Final decision on study inclusion will be completed by two
reviewers via discussion until consensus is reached. If consensus is unable to be reached a third
reviewer will arbitrate and discussion amongst the three reviewers will occur until consensus is
reached. Should consensus not be reached, the reviewers will document the disagreement in the
review. Data extraction procedures 1. One reviewer will independently extract data using the data
extraction form. The data extraction form will be pilot tested. A second reviewer will verify data
extraction on 10% of the included articles. 2. Data from the same authors that have been reported in
more than one publication (for example, if there is a thesis/dissertation and subsequent publication
e.g., peer reviewed journal and thesis/dissertation) will be extracted separately from each
publication source. The data will then be combined on a single data collection form.

27

Risk of bias (quality) assessment
State whether and how risk of bias will be assessed, how the quality of individual studies will be
assessed, and whether and how this will influence the planned synthesis.
Each included study will undergo critical appraisal of its methodological quality/risk of bias by two
independent reviewers. The reviewers will discuss and resolve any discrepancies and tabulate the
results in a table. To date there are no gold standard critical appraisal tools to assess the
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methodological quality/risk of bias for level 4 observational analytical or descriptive cross-sectional
studies. The Research Team have chosen the Downs and Black (1998) checklist for measuring
study the study quality because it appraises both randomised and non-randomised studies and it
has also undergone favourable psychometric analysis (internal consistency (KR-20 = 0.89), testretest reliability (r = 0.88) and inter-rater reliability (r = 0.75) (Downs & Black, 1998). The Research
Team have modified the Downs and Black’s (1998) critical appraisal checklist for this systematic
review to accommodate the limitations of observational cross-sectional studies. We have selected
items 1-3, 6, 7, 10-12, 18, 20-22, and 25 directly from the original version of the checklist as they
best represent the limitations likely attributed to cross-sectional studies (selection bias and
confounding bias). Item 13 has been modified by the Research Team to specifically suit the external
validity of the studies under review and now reads, "Were staff, places, and facilities where
participants (ie people with disabilities could be physically active, representative of a fitness facility
open to the public".

28

Strategy for data synthesis
Give the planned general approach to be used, for example whether the data to be used will be
aggregate or at the level of individual participants, and whether a quantitative or narrative
(descriptive) synthesis is planned. Where appropriate a brief outline of analytic approach should be
given.
Data will be analysed descriptively and if possible statistically. Results will be tabulated and where
appropriate displayed graphically. If heterogeneity exists across the studies and/or the studies are of
poor methodological quality, statistical analysis will not occur.

29

Analysis of subgroups or subsets
Give any planned exploration of subgroups or subsets within the review. ‘None planned’ is a valid
response if no subgroup analyses are planned.
It may be feasible to analyse the data statistically using sub-group analysis. This could include
grouping and analysing the studies that have utilised the same outcome measures as described
earlier (eg. AIMFREE, ADAAG, CHEC-M etc).

Review general information
30

Type and method of review
Select the type of review and the review method from the drop down list.
Systematic review
Health inequalities/health equity

31

Language
Select the language(s) in which the review is being written and will be made available, from the drop
down list. Use the control key to select more than one language.
English
Will a summary/abstract be made available in English?
Yes

32

Country
Select the country in which the review is being carried out from the drop down list. For multi-national
collaborations select all the countries involved. Use the control key to select more than one country.
New Zealand

33

Other registration details
Give the name of any organisation where the systematic review title or protocol is registered
together with any unique identification number assigned. If extracted data will be stored and made
available through a repository such as the Systematic Review Data Repository (SRDR), details and
a link should be included here.
None

34

Reference and/or URL for published protocol
Give the citation for the published protocol, if there is one.
N/A
Give the link to the published protocol, if there is one. This may be to an external site or to a
protocol deposited with CRD in pdf format.
I give permission for this file to be made publicly available
Yes

35

Dissemination plans
Give brief details of plans for communicating essential messages from the review to the appropriate
audiences.
A manuscript will be submitted to a peer reviewed journal in this field of research.
Do you intend to publish the review on completion?
Yes
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36

Keywords
Give words or phrases that best describe the review. (One word per box, create a new box for each
term)
Systematic review
Accessibility
Fitness centres
People with disabilities

37

Details of any existing review of the same topic by the same authors
Give details of earlier versions of the systematic review if an update of an existing review is being
registered, including full bibliographic reference if possible.
N/A

38

Current review status
Review status should be updated when the review is completed and when it is published.

39

Any additional information
Provide any further information the review team consider relevant to the registration of the review.

40

Details of final report/publication(s)
This field should be left empty until details of the completed review are available.
Give the full citation for the final report or publication of the systematic review.
Give the URL where available.
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Appendix 3 Stages of guided reflection as described by Fook and
Gardner (2007)
Stage of reflection

Meaning

Example questions






Reflection

Making sense of the situation
through my personal assumptions










Reflexivity


Understanding how my
personal assumptions
influenced the situation
Understanding how others
might view the situation








Deconstruction

Discovering the connection
between knowledge and power
from the way in which we
communicate
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What did I do?
Who was involved?
When and where did the event occur?
What were my thoughts and feelings
during the situation?
Did I observe any responses, emotions,
verbal or non-verbal communication
during the situation?
What does my account of the situation
suggest about:
 My values
 My view about myself or others
Are there any inconsistencies between
what I say I do and what I actually do?
How do I handle these inconsistencies?
What needs to change about my
thinking to handle these
inconsistencies?
How did I influence the situation
through:
 My presence
 My actions
 My assumptions
 Other people’s perceptions of me
How might I have acted differently?
What does this say about my biases
and preconceptions?
What might be the perspective of other
players in the situation? Why are mine
different?
What beliefs might allow me to be
more open to other ways of seeing the
situation?
What words or language patterns have
I used?
What do these patterns say about the
way I have shaped the situation?
What perspectives are missing from
my account of the situation?
How have I shaped myself in relation
to other people?

Stage of reflection

Meaning

Example questions


Critical reflection

Linking personal perspectives
and experiences to society
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What perspectives, beliefs or
assumptions are embedded in my
account of the situation and where do
these come from?
How do my personal experiences and
beliefs from my social context relate in
this situation?
What do I want to change about my
beliefs or perspectives?
What might I do as an individual that
will contribute to making change?

Appendix 4 Search strategy example from MEDLINE (OVID)
#
1
2
3
4
5
6
7
8
9
10
11
12
13
14
15
16
17
18
19
20
21
22
23
24
25
26
27
28
29
30
31
32
33
34
35
36
37
38
39
40
41
42
43
44
45
46

47
48
49
50
51
52
53
54
55
56
57

Searches
fitness centres.mp.
fitness centre*.tw.
fitness center*.tw.
fitness facilit*.tw.
health club*.tw.
wellness center*.tw.
wellness centre*.tw.
leisure center*.tw.
leisure centre*.tw.
recreational sport center*.tw.
recreational sport centre*.tw.
"fitness and recreational sports center*".tw.
"fitness and recreational sports centre*".tw.
physical activity center*.tw.
physical activity centre*.tw.
gymnasium*.tw.
aquatic center*.tw.
aquatic centre*.tw.
aquatic facilit*.tw.
swimming pool*.tw.
swimming pool/
1 or 2 or 3 or 4 or 5 or 6 or 7 or 8 or 9 or 10 or 11 or 12 or 13 or 14 or 15 or 16 or 17 or 18 or 19 or 20 or 21
disabled person/
disabled person*.tw.
disabled people.tw.
people with disabil*.tw.
persons with disabil*.tw.
physically disabled.tw.
people with mobility impairment*.tw.
people with neurological impairment*.tw.
people with spinal cord injur*.tw.
people with multiple sclerosis.tw.
people with stroke.tw.
stroke survivor*.tw.
wheelchair user*.tw.
23 or 24 or 25 or 26 or 27 or 28 or 29 or 30 or 31 or 32 or 33 or 34 or 35
architectural accessibility.mp. or "construction work and architectural phenomena"/
architectural accessibil*.tw.
facility access*.tw.
inclusive access*.tw.
usabil*.tw.
access*.tw.
compliance.tw.
checklist.tw.
survey.tw.
accessibility instruments measuring fitness.mp. and recreation environments.tw. [mp=title, abstract, heading
word, drug trade name, original title, device manufacturer, drug manufacturer, device trade name, keyword,
floating subheading]
AIMFREE.tw.
"accessibility guidelines checklist for buildings and facilites".tw.
ADAAG checklist.tw.
ADA checklist.tw.
community health environment checklist.tw.
CHEC-Fit.tw.
CHEC-M.tw.
"removing barriers to health clubs and fitness facilities accessibility survey".tw.
"health empowerment zone environmental tool shortened environmental checklist fitness center survey".tw.
37 or 38 or 39 or 40 or 41 or 42 or 43 or 44 or 45 or 46 or 47 or 48 or 49 or 50 or 51 or 52 or 53 or 54 or 55
22 and 36 and 56

234

Appendix 5 Data extraction form for systematic review
Study details

Comments

Reviewer (initials)
Date reviewed
Study title
Author/s
Publication year
Journal
Aim of study
Study design
(descriptive/analytical)
Ethical approval

Study
characteristics

Comments

Country
Facility settings
Sample size
Sample strategy
Dates of observation
Facility construction
dates
Facility evaluators
Instrument used

Domains of
instrument used

Reviewer comments
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Study results

Comments

Data analysis
approach

Main findings

Authors comments

Reviewers
comments

Author contact?
(details and date)
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Appendix 6 List of critical appraisal tools for observational studies
Instrument

Reference

Instrument
type

Rigorous
development
process

Psychometrics

Instructions
for use

Comments/rationale for choice



AHRQ checklist
for cross
sectional studies

http://www.ncbi.nlm.nih.
gov/books/NBK35156/


Checklist

Unknown

Unknown

No



Instrument for
assessing the
quality of drug
studies

Cho, M.K., & Bero, L.A
(1994). Instruments for
assessing the quality of
drug studies published in
the medical literature.
JAMA, 272(2), 101-104

Downs and
Black checklist
for randomised
and nonrandomised
studies of health
care
interventions

Downs, S., & Black, N.
(1998). The feasibility of
creating a checklist for
the assessment of the
methodological quality
both of randomised and
non-randomised studies
of health care
interventions. Journal of
Epidemiology and
Community Health, 52,
377-384.

Scale

Partial

Inter-rater reliability r=0.60+/-0.13

No






Scale

Yes

Test-test reliability (r=0.88)
Inter-rater reliability (r=0.75)
Internal consistency (KR-20: 0.89)
External validity (KR-20: 0.54)
Criterion validity (0.89 correlation)
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Yes






Checklist rather than scale
Designed specifically for cross
sectional studies
Unknown development and
psychometrics
No extended clarification on
how to answer questions
Covers selection and
confounding bias
A scale rather than checklist
Average inter-rater reliability
No extended clarification on
how to answer the questions
Covers selection and
confounding bias

A scale rather than a checklist
Good psychometric properties
Extended instructions on how
to use included
Covers selection and
confounding bias

Instrument

Reference

Instrument
type

Rigorous
development
process

Psychometrics

Instructions
for use

Comments/rationale for choice



Checklist for
analytical cross
sectional studies

Modified SIGN
checklist 4:
case-control
studies and
Cochrane
Collaboration
guidelines

Joanna Briggs Institute
(2016)
http://joannabriggs.org/re
search/critical-appraisaltools.html

English, C., Manns, P.J.,
Tucak, C., & Bernhardt,
J. (2014). Physical
activity and sedentary
behaviours in people
with stroke living in the
community: A
systematic review.
Physical Therapy, 94(2),
185-196. doi:
10.2522/ptj.20130175


Checklist

Unknown

Unknown

Yes




Checklist

Unknown

Unknown
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Yes

A checklist
Specifically developed for
cross-sectional studies
Extended instructions on how
to use included
Covers selection and
confounding bias
Unknown development process
Unknown psychometrics

Emailed authors to obtain copy
 A checklist
 States instrument comes with
instructions
 Based on risk or bias
 Appears to cover selection and
confounding bias
 Unknown psychometrics
 Developed specifically for
systematic reviews

Appendix 7 Checklist for measuring methodological quality (Downs and Black, 1998)
Article:
Appraiser:

Category

Criteria
Number
1
2

Description of Criteria

Appraiser comments

Is the hypothesis/aim/objective of the study clearly
described?
Are the main outcomes to be measured clearly described
in the Introduction or Methods section?
If the main outcomes are first mentioned in the results section,
the question should be answered no.

Outcome
Yes No
Yes No

Are the characteristics of the patients included in the
study clearly described?

Reporting

3

In cohort studies and trials, inclusion and/or exclusion criteria
should be given. In case-control studies, a case-definition and
the source for controls should be given.

Yes No

Are the main findings of the study clearly described?
6

Simple outcome data (including denominators and
numerators) should be reported for all major findings so that
the reader can check the major analyses and conclusions.
(This question does not cover statistical tests which are
considered below).

Yes No

Does the study provide estimates of the random
variability in the data for the main outcomes?
7

In non-normally distributed data the inter-quartile range of
results should be reported. In normally distributed data the
standard error, standard deviation or confidence intervals
should be reported. If the distribution of the data is not
described, it must be assumed that the estimates used were
appropriate and the question should be answered yes.
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Yes No

Category

Criteria
Number
10

External Validity

11

Description of Criteria

Appraiser comments

Have actual probability values been reported (eg. 0.035
rather than <0.05) for the main outcomes except where
the probability value is less than 0.001?
Were the subjects asked to participate in the study
representative of the entire population from which they
were recruited?
The study must identify the source population for patients and
describe how the patients were selected. Patients would be
representative if they comprised the entire source population,
an unselected sample of consecutive patients, or a random
sample. Random sampling is only feasible where a list of all
members of the relevant population exists. Where a study does
not report the proportion of the source population from which
the patients are derived, the question should be answered as
unable to determine.

Were those subjects who were prepared to participate
representative of the entire population from which they
were recruited?
12

13

The proportion of those asked who agreed should be stated.
Validation that the sample was representative would include
demonstrating that the distribution of the main confounding
factors was the same in the study sample and the source
population.

Were staff, places, and facilities where participants (ie
people with disabilities) could be physically active,
representative of a fitness facility open to the public?
Must state type of facility and country for YES.
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Outcome
Yes No

Yes No
UTD

Yes No
UTD

Yes No
UTD

Category

Criteria
Number

Description of Criteria

Appraiser comments

Outcome

Were the statistical tests used to assess the main
outcomes appropriate?

Internal validity - bias

18

The statistical techniques used must be appropriate to the
data. For example nonparametric methods should be used for
small sample sizes. Where little statistical analysis has been
undertaken but where there is no evidence of bias, the question
should be answered yes. If the distribution of the data (normal
or not) is not described it must be assumed that the estimates
used were appropriate and the question should be answered
yes.

Yes No
UTD

Were the main outcome measures used accurate (valid
and reliable)?
20

For studies where the outcome measures are clearly
described, the question should be answered yes. For studies
which refer to other work or that demonstrates the outcome
measures are accurate, the question should be answered as
yes.

Were the patients in different intervention groups (trials
and cohort studies) or were the cases and controls (casecontrol studies) recruited from the same population?
21

22

For example, patients for all comparison groups should be
selected from the same hospital. The question should be
answered unable to determine for cohort and case control
studies where there is no information concerning the source of
patients included in the study.

Were study subjects in different intervention groups
(trials and cohort studies) or were the cases and controls
(case-control studies) recruited over the same period of
time?
For a study which does not specify the time period over which
patients were recruited, the question should be answered as
unable to determine.
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Yes No
UTD

Yes No
UTD

Yes No
UTD

Category

Criteria
Number

Description of Criteria

Appraiser comments

Outcome

Was there adequate adjustment for confounding in the
analyses from which the main findings were drawn?
25

Yes No
UTD

In non-randomised studies if the effect of the main
confounders was not investigated or confounding was
demonstrated but no adjustment was made in the final
analyses the question should be answered as no.
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Appendix 8 Cohen's Kappa calculation
Study
Aldimkhi (2009)
Aldimkhi (2015)
Arbour (2008)/
Arbour-Nictipoulous
& Martin Ginis (2011)
Cardinal & Spaziani
(2003)
Dolbow & Figoni
(2015)
Figoni et al (1998)
Gross et al (2013)
Johnson et al (2012)
Koh (2009)
Laiser (2012)
Langley (2013)
Nary et al (2000)
Pike et al (2008)
Rimmer et al (2005)
Rimmer et al (2017)
Stoelzle (2012)
Sotelzle & Sames
(2014)

A
B
A
B
A

1
1
1
1
1
1

2
1
1
1
1
1

Modified Downs and Black items reviewer scores
3
6
7
10 11 12 13 18 20 21
1
1
1 NA 0
0
1
1
1
1
1
1
0 NA 0
0
1
1
0
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
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0
0
1
1
1

25
1
1
0
1
1

B
A
B
A
B
A
B
A
B
A
B
A
B
A
B
A
B
A
B
A
B
A
B
A
B
A

1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1

1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1

1
1
1
1
1
1
1
0
0
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1

1
1
1
1
1
1
1
1
1
1
1
1
1
0
1
1
1
1
1
1
1
1
1
1
1
1

1
0
0
0
0
0
0
1
1
0
0
1
1
1
1
1
1
0
0
1
1
0
0
1
1
0

1
NA
NA
NA
NA
NA
NA
NA
NA
NA
NA
NA
NA
1
1
1
1
NA
NA
1
1
NA
NA
1
1
NA

1
0
0
1
0
1
1
0
0
1
1
0
0
0
1
0
0
1
1
0
1
0
0
0
0
0

0
0
0
1
0
1
0
0
0
1
0
0
0
0
0
0
0
1
1
1
1
0
0
0
0
0

1
1
1
1
1
1
1
0
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1

1
1
1
1
1
1
1
1
1
1
1
1
1
0
1
1
1
1
1
1
1
1
1
1
1
1

1
1
1
1
1
1
0
1
1
1
0
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1

1
1
1
1
1
1
1
0
0
1
1
1
1
1
1
1
1
1
1
1
1
0
0
1
1
1

1
1
1
0
0
0
1
0
0
1
1
1
1
1
1
0
1
0
1
1
1
1
1
1
1
1

1
1
1
1
1
0
1
1
1
1
1
1
1
1
1
1
0
1
1
1
1
1
1
1
1
1

B

1

1

1

1

0

NA

1

0

1

1

1

1

1

1

Reviewer

Note. A = Researcher reviewer; B = Independent reviewer; 1 = yes; 0 = no; NA = not
applicable
Percentage
agreement scores
1
B
0

A
1
164
10
174
0.813084112

0
11
29
40
0.186916

175
39
214

Pr(a) = (164+29)/214
= 0.901869
Pr(e) = (0.813084112 x 0.817757) + (0.186916 x 0.182243)
= 0.664900340641326
= 0.698969
κ = (Pr(a)-Pr(e))/(1-Pr(e))
= (0.901869 - 0.698969)/(1 - 0.698969)
= 0.674017
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0.817757
0.182243

Appendix 9 Example of weighted mean calculation for the domain of
access routes and entrance ways
Study
sample
size
Aldimkhi (2009)
12
Aldimkhi (2015)
20
Arbour-Nicitopoulos (2008/2011)
44
Cardinal & Spaziani (2003)
50
Dolbow & Figoni (2015)
10
Figoni et al (1998)
34
Johnson et al (2012)
16
Koh (2009)
3
Langley (2013)
22
Nary et al (2000)
8
Pike et al (2008)
52
Rimmer et al (2017)
227
Stoelzle & Sames (2012/2014)
20
Column totals
518
Note. Calculations of weight and weighted mean scores:
* weight = study sample size/total sample size
# weighted mean = mean % from studies x weight
Study Name

Mean %
from
studies
47.6
50.216
51.05
67
57.5
42.25
56.25
72.83333
53.745
71
83.967
50.62
39.8
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Weight *

Weighted
mean #

0.023166
1.102703
0.03861
1.938842
0.084942
4.336293
0.096525
6.467181
0.019305
1.110039
0.065637
2.773166
0.030888
1.737452
0.005792
0.421815
0.042471
2.282606
0.015444
1.096525
0.100386
8.42912
0.438224
22.1829
0.03861
1.53668
100.00% 55.41532%

Appendix 10 Extrapolated data per accessibility domain
The charts below provide a graphical illustration of the data shown in Table 4.4. Each
chart represents the percentage mean scores and the weighted mean scores per
accessibility domain calculated from the studies. Weighted mean scores consider the
influence of sample size of the studies, so those with larger sample sizes attribute more
“weight”. I have illustrated the “weight” by the size of the marker on each chart (i.e.
the more fitness centres a study evaluated, the bigger the marker size). The weighted
mean percentage scores were calculated if two or more studies evaluated an
accessibility domain.
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Appendix 11 Information booklet for male stroke survivors
Note. This booklet was presented in an A4 size for ease of reading for the
participants (see attached file).
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Appendix 12 Researcher reflexivity prior to Strand 2



Personal
concerns and
biases when
engaging in
the PAR
process







I do not have a disability and I can only imagine how it might be. I
feel anxious that I might misinterpret the participants’ experiences.
I have worked as a physiotherapist in hospital environments under the
medical model and I do not feel I have an in depth enough
understanding of the social influences of disability.
I am concerned that as this project will be examined for my Doctoral
degree, I may allow the assessment of this thesis to influence how I
interact in the PAR process.
I worry about my ability to keep my role as a physiotherapist in the
background or that the participants will see me as their physiotherapist.
As I am a structured and organised person, I might feel some anxiety
and discomfort if I am not in control of where the research process will
lead.
I am concerned about trying to manage conflict in the group
discussions if some of the participants have strong personalities that
clash with other group members.
Participants dropping out for whatever reason could potentially impact
on the research process and its outcomes.
I have limited experience of facilitating group discussions, which may
mean I don’t obtain sufficiently in depth and rich data.

From my theoretical knowledge, I am assuming:
1. Fitness centres will not be user-friendly for people after stroke. In
particular, barriers to accessibility and usability for people after stroke
might include:
 An inaccessible built environment
 High cost of transport
 High cost of membership
 Lack of support people to assist them to be physically active
 Negative societal attitudes towards people after stroke
Preconceptions
 Facility staff will have limited knowledge of working with people
after stroke
 Lack of programmes to suit people after stroke
2. The participants are likely to have a clear understanding of the
importance of physical activity following their stroke.
3. Participants may have limited understanding about how to join a fitness
centre.
4. Participants may have limited knowledge about types of physical
activity programmes or equipment fitness centres provide.
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Appendix 13 Detailed account of Strand 2 PAR Cycles 1-6
PAR Cycle 1: An exploration of the participants’ experiences about physical
activity and accessibility

Plan
In the first PAR cycle, I explored the participants’ experiences of physical activity, their
understanding of the user-friendliness (accessibility and usability) of fitness centres and
their goals for the project.
Actions
To begin PAR Cycle 1, I engaged with each participant using a semi-structured
interview approach. Beginning a PAR project with individual interviews is recognised
as a useful way to orientate the participants to the project, ensure the participants are
able to voice any thoughts or specific concerns pertaining to their situation, and to build
rapport with the researcher (McTaggart, 1991; Patton, 2002; White, Suchowierska, &
Campbell, 2004). Rapport building creates an atmosphere where a collaborative
relationship can be established which is important to balance the power between the
researcher and the participant (Patton, 2002). Participants are more likely to disclose
their feelings, beliefs and attitudes freely in a one to one interview (Sorrell & Redmond,
1995; Stokes & Bergin, 2006; The Wallace Foundation, 2014). Individual interviews
are also useful to obtain focused in-depth data where the participant feels empowered to
express their personal perspectives and experiences on their own terms (Fossey,
Harvey, McDermott, & Davidson, 2002; Giacomini & Cook, 2000; Ivanoff & Hultberg,
2006; Stokes & Bergin, 2006; The Wallace Foundation, 2014).
Seven male stroke survivor participants chose to undertake the semi-structured
interviews of approximately 45-60 minutes duration at their homes. I used an interview
schedule (see Table A) to guide the line of questioning. Three of the participants’
partners were present during their interview and engaged in the dialogue when invited
by the participant. These participants asked their partner for assistance to explain a
concept in more depth or to seek clarification that their thoughts were accurate.
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Table A Individual interview guide
Research
questions

Semi-structured interview questions

What are the
participants’
experiences of
physical activity?

Is being physically active important to you?
Tell me about your experiences of physical activity before your
stroke.
What are your experiences of physical activity after your stroke?
What motivates or facilitates you to be physically active?
Are there any factors that limit you from being physically active?

What do the
participants
understand the
problem/issue is?

What motivates you to participate in this research study?
How does this issue relate to your life?
What do you think other people experience?
Why do you think these problems exist?
What can we do about them?

What are the
participants’
goals of the
research?

What are your expectations from participating in this study?
Would you like to see anything changed?
How do you think this project will benefit the participants?
How do you think this project will benefit the rest of the
community?
What do you want the outcome of this study to be?

Reflections and outcomes
Two main themes arose from the data. Both themes were concerned with factors that
influenced participants’ participation in physical activity (see Table B):
1. Intrinsic intrapersonal factors
2. Socially constructed extrinsic factors

Table B PAR Cycle 1 themes, sub-themes and accompanying descriptions
Themes

Sub-themes
Stroke-related
impairments

Intrinsic
intrapersonal
factors

Motivation

Self-efficacy

Descriptions
Stroke related impairments such as fatigue, motor
impairments, communication and cognition create barriers,
which can negatively influence participation in physical
activity.
Feelings of improved well-being, functional improvement
and being able to participate in pre-stroke life roles
motivated participants to engage in physical activity.
Perseverance, determination, self-confidence, self-drive
and acceptance of the stroke all facilitated participation in
physical activity.
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Themes

Sub-themes
Beliefs about
accessibility
Environmental
inclusivity

Extrinsic
socially
constructed
factors

Societal
attitudes

Descriptions
The participants believed that they did not have equal
access to buildings as peers who had not had a stroke. They
accepted this non-equal access as a reality for them post
stroke.
A built environment that incorporates inclusive access that
accommodates diversity of ability positively influences
engagement in physical activity.
The participants described positive attitudes from nondisabled people in society who provided support and
encouragement to motivate them to engage in physical
activity. In contrast, participants had also experienced
negative attitudes where they felt non-disabled people were
less accommodating and less accepting of people with
disabilities.

In closing
The participants joined this research project because they were keen to share their
views with other like-minded individuals in the PAR group. In addition, they also
could see that being involved in PAR may help their own recovery by giving something
back to the stroke community, thereby passing on their own experiences to others
facing a similar situation.
Anything I can do to help my recovery is useful. I never ordered this
stroke. It came to me and I’ve got to find out why it came to me and
if other people can help me understand that better and improve my
life better, I’m all for it. (Participant 4)
I want to be helpful to somebody. I think if the project highlights a
glaring flaw in accessibility of this city, it has got to be good for all
the population and if it helps struggling stroke patients that is very
good. (Participant 5)
My expectations I suppose is meeting like-minded people, hearing
different views. (Participant 2)

PAR Cycle 2: Fostering an atmosphere of collaboration and establishing the
project goals
Plan
PAR Cycle 2 occurred during the first two PAR group meetings. My plan for PAR
Cycle 2 was two-fold. First, I wanted to establish a foundation for fostering a
collaborative partnership between the participants and myself. Second, I facilitated the
PAR group to define a goal for the project.
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Actions
All participants attended the first group meeting which was held in a quiet meeting
room at a community library. The meeting was 1.5 hours in duration. I set the research
agenda. As an icebreaker, and at the request of the participants, I introduced each
participant to the other group members. Allowing participants time to get to know each
other helps to build rapport because they often find they have things in common with
each other (Ivanoff & Hultberg, 2006). Participants are likely to feel more relaxed in
each other’s company, thereby creating an atmosphere for open dialogue, increased
participation and collaboration between all group members (including the researcher)
(Powell & Single, 1996; Stewart, Shamdasani, & Rook, 2007). Collaboration is
crucial to the success of PAR (Lindsay & McGuinness, 1998; Olshansky et al., 2005).
Taking the time to form trusting relationships enhances collaboration (Lindsay &
McGuinness, 1998; Minkler & Wallerstein, 2008; Stewart et al., 2007; Thomson &
Perry, 2006) and creates a foundation for participants to mutually learn, generate new
knowledge, and initiate change (Ivanoff & Hultberg, 2006; Kindon, Pain, & Kesby,
2007).
I paid particular attention to the setup of the meeting room to nurture a collaborative
atmosphere. For example, I provided the participants with nametags to help them
address each other personally during the discussions. This seemed particularly
important as stroke survivors can experience memory and cognitive impairments.
Stewart et al (2007) suggests the simple measure of providing nametags can help to
build rapport, thus allowing participants to feel collegiality within the group. I also
seated the participants around a table. This allowed each participant to see each other
when engaging in conversation and allowed them to more easily notice and interpret
non-verbal communication of group members. For participants who feel less
comfortable meeting other people for the first time, the table can provide a protective
barrier and increase personal space between the group members (Stewart et al., 2007).
This may enable less confident participants to feel more relaxed, thus increasing their
participation in the discussions.
The “ground rules” for the group meetings and PAR actions were discussed and
debated. Setting ground rules at the outset ensures that the project runs smoothly in an
atmosphere where individuals feel safe, respected and valued for their contribution,
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thus enhancing collaboration (Ivanoff & Hultberg, 2006; Kindon et al., 2007; Morgan,
1988; White et al., 2004). The topics (supported by evidence) included:
 Creating an atmosphere of trust, openness and respect for each participant’s views
(Kindon et al., 2007; Stewart et al., 2007).
 Maintaining privacy and confidentiality (Danley & Ellison, 1999; Khanlou & Peter,
2005; Kindon et al., 2007; Morgan, 1988).
 Valuing all participants’ views equally (Kindon et al., 2007; Morgan, 1988; Stewart
et al., 2007).
 Communication strategies (e.g. one person speaking at a time) (Morgan, 1988).
 Who and how the agenda would be set (Danley & Ellison, 1999).
 How decisions would be made (Danley & Ellison, 1999).
 Strategies for conflict resolution (Kindon et al., 2007).
 Risk assessment – emotional and physical safety during the PAR process (Kindon
et al., 2007).
 Inviting other people into the representative PAR group (i.e., the question about
adding “joiners”) (Lofman, Pelkonen, & Pietila, 2004). At this first meeting, the
PAR group unanimously agreed to invite a non-disabled partner of one of the
participants to join the group. Without her support for transport, the participant
would not have been able to participate in the project. A total of eight participants
now made up the representative PAR group.
I provided an overview of the PAR approach (McIntyre, 2008) through review of the
information within the booklet given to the participants at the beginning of the study. I
revised the following topics with the participants:
 A review of PAR, the PAR cycle, and data analysis (Arieli & Friedman, 2009;
Morgan, 1988).
 The role of the researcher and participants (Danley & Ellison, 1999; Kindon et al.,
2007; White et al., 2004).
 Levels of participation (Danley & Ellison, 1999; Kindon et al., 2007; Lofman et al.,
2004; Morgan, 1988).
 Ownership of the data of the group members (Khanlou & Peter, 2005).
 Dissemination of the findings (Khanlou & Peter, 2005).
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Organisational factors were also discussed. For example, I discussed communication
methods for distributing the meeting minutes and the anticipated timeline for the
project.
To foster participant interest, ownership of the project and collaboration between the
PAR group members, I invited the participants to consider three factors:
1. Their personal strengths, weaknesses, opportunities and threats (SWOT) for the
project (McIntyre, 2008).
2. What they felt was an appropriate “identity” for themselves as participants in this
project that best reflected their role in the research (e.g., did they wish to be
identified as stakeholders, consumers, participants, researchers, team members)
(White et al., 2004).
3. Their collaborative goal for the project.
Initial discussions of these factors began at the first group meeting. To keep their
thoughts at the fore until the next meeting, I invited the participants to explore these
ideas individually before the next meeting by completing the tasks in the booklet
provided at the beginning of the project.
Seven participants returned to the second group meeting, also held in a quiet meeting
room at a community library. I facilitated discussion, debate and reflection of the three
factors described above at this meeting. The second meeting was 1.5 hours duration.
Reflections and outcomes
SWOT analysis. All participants contributed to the discussion for the SWOT analysis
either verbally or in written format. The participants felt their strengths included
enthusiasm, confidence to address accessibility issues in the community, teamwork and
problem solving. One participant explained how his disability was a strength as he had
the lived experience of being in the community (and in particular in fitness centres) as
an individual with disability. Another participant described how his culture and
ethnicity gave him an alternative worldview to other group members. He felt this
allowed him to share a different perspective on the issue.
I bring enthusiasm and vision. I see possibilities and enjoy working
out ways to reach objectives. I love people and am used to working
in teams to solve problems and strategise. (Participant 1)
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I am open-minded; exercise focused, and I have used fitness facilities
since becoming disabled. I feel I am a good listener and
communicator. (Participant 2)
I have the views of a different culture and race and the caution of a
senior citizen. (Participant 6)

Participants explained how their stroke related impairments could act also as a
weakness for engaging fully in the PAR cycle. Two participants in particular
mentioned their fatigue as a limiting factor, together with their difficulty in explaining
concepts, experienced since the stroke. One participant felt that he had limited
knowledge of fitness centres compared to other participants and expressed concern that
this may be a disadvantage for the group. In addition, another participant wondered if
his attitudes and thinking were perhaps too conservative.
Post-stroke I tire quickly and just do not have the energy to
personally contribute to the accomplishment of goals as I would have
done previously. I [also] now have problems expressing myself
clearly and succinctly and fatigue makes this problem worse. I have
no knowledge of gyms beyond four months at a disability specific
gym. (Participant 1)
Sometimes I may be too conservative in my thinking and attitudes and
at times difficulty mixing with the group. (Participant 6)

All of the participants felt that by participating in this project they had an opportunity to
work with like-minded individuals to try to improve the lives of other stroke survivors.
One participant mentioned that experiencing the PAR methodological approach was a
specific opportunity for him.
I believe in the value of the project to the stroke-survivor community.
I am interested in experiencing PAR. (Participant 1)
The opportunity to meet people with similar impairments and analyse
their points of view. I want to work for the greater good of all
physically disabled human beings. (Participant 4)
The most common threat the participants described was the group dissolving before any
changes could be made. Other threats described by participants included entrenched
thinking from non-disabled members of the community, that the action tasks may be
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too physically challenging for the participants, and that these may lead to feelings of
frustration. One participant thought he might feel threatened by group dynamics,
explaining how dominant personalities within the group may disagree or override his
views, leaving him feeling rejected.
The only threat I can foresee is the group getting cold feet and
foregoing the opportunity to make a difference in the community.
(Participant 4)
The threats are existing facilities, their existing policies and
entrenched thinking. (Participant 2)
I am concerned that this project will need people able to carry out the
tasks which are beyond what I and possibly others in the group can
offer, leading to some frustration. (Participant 1)
The threat of rejection due to dealing with dominating personalities
and reluctance from people in the group to mix. (Participant 6)
Participant identity within the research. The participants chose words such as peaceful
activists, researchers, research assistants and participants as to how they felt their role
in the research should be represented. Following discussion and debate the group
decided they should be represented as “research assistants” as they felt they did not
have the research experience to be called “researchers”.
Formulation of the PAR project goal
The PAR group defined the goal for this research project as, “Define a fitness centre
that would be user-friendly for someone with stroke related impairments”.

Conclusions
The second group meeting closed with the participants collaboratively deciding on a
plan for action (which would begin PAR cycle three). Although many of the
participants were currently physically active at a fitness centre, they recognised they
had not considered the environmental surroundings at the facilities specifically in the
context of accessibility. The participants felt that if their actions and experiences were
to be considered as valuable contributions to the community, they needed to be
informed and conversant about accessibility of fitness facilities.
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Participant 1:

Over the next little while, people [PAR group
participants] that go to their gym over the next
month, could put down [accessibility issues] and
we can fine tune them next month. If [participant
3] goes to his gym and trips over something, he
thinks that’s absolutely key - not having anything
to trip over. When you are doing something like
this you are seeing it through different eyes. You
are consciously looking around saying, that
actually makes my life easier, what a great idea
and things that they do at [participant 3’s] gym
that they don’t do at [participant 5’s] gym…. we
need to discover what they do at each gym.

Participant 4:

Before we do that, I think we need a letter from
the University indicating that we are doing a
research project and what it is about.

Researcher:

That is a good idea.

Participant 1:

I think that we have a lot of collective experience
and I believe at the next meeting we can come
together and come up with the bones of a
document which we will refine over the next six
months.

PAR Cycle 3: Developing an awareness of accessibility of the built environment
Plan
In order to begin exploring their goal of defining a fitness centre that would be userfriendly for someone with stroke related impairments, the participants felt they needed
to enlighten themselves about accessibility of fitness centres.

Actions
During the second group meeting, whilst the participants were debating elements that
would characterise an accessible fitness centre, I offered some guidance by showing the
PAR group the AIMFREE instrument (described in Chapter 4). I explained to them
that this tool objectively assesses inclusive access of fitness centres for people with
mobility impairments. Following a review of the AIMFREE instrument, the
participants felt using the AIMFREE tool to evaluate their own fitness centre would be
too overwhelming. Instead, they asked me to make a modified AIMFREE tool that
included each accessibility domain alongside a brief description of what the domain
entailed. They would take this document into their chosen facility and record their
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thoughts and experiences (see Appendix A situated at the end of this Appendix 12). I
invited participants who did not regularly attend a fitness centre to visit one close to
their home if they wished to.
The participants reminded me about their wish for a written letter, which explained
their collaboration and participation in a research project investigating accessibility of
fitness centres. The participants felt that having a letter endorsed by the researcher
under the auspices of the University Institution gave them permission and confidence to
carry out the action. They could show this letter (see Appendix B situated at the end of
this Appendix 12) to fitness centre staff if they wished, or if the facility staff asked
them.
Between the second and third group meetings, three of the male participants and the
non-disabled partner visited a fitness centre of their choice. Three participants visited
gym fitness centres and one participant investigated a combined gym and swimming
pool facility. One participant did not visit any facility because he did not usually attend
one as part of his physical activity programme, and another participant was on holiday
during this action phase. The two remaining participants withdrew from the study
during this PAR cycle because of personal priorities. One participant’s wife had a
stroke and the other participant wanted to pursue further formal rehabilitation.
Five participants attended the third group reflection meeting and those that had visited a
fitness centre brought their thoughts and/or written experiences to discuss at the
meeting. The meeting lasted 1.5-2 hours in duration and was held at a quiet meeting
room at a community library. The participants and I collaboratively set the agenda. I
facilitated the meeting using an unstructured open interview style.
Reflections and outcomes
Two themes emerged from the group meeting data (see Table C):
1. Factors that affect fitness centre inclusivity
2. A developing awareness about accessibility and advocacy
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Table C PAR Cycle 3 themes, sub-themes and accompanying descriptions
Themes

Sub-themes
Physical access

Factors that
affect fitness
centre
inclusivity

A developing
awareness
about
accessibility
and advocacy

Descriptions
Disability parking and accessible entrance areas
were prioritised as the most influential aspects
for an inclusive and user-friendly fitness centre.

System access

Fitness centre systems and policies often do not
include policies about people with disabilities
(e.g., in the mission statements or advertising
material). This created barriers to inclusivity.

Attitudes of
others

Welcoming, helpful and friendly fitness centre
staff and encouragement from other facility
users are elements of inclusivity.

Intrinsic beliefs
about
accessibility

Participants observed that most buildings have
accessibility issues. They believed there may
be different degrees of accessibility which
depended on whether the fitness centre was
commercially owned or council owned.

Advocacy

Participants felt they were usually treated
negatively and unequally by a society that is not
inclusive of them, however, they felt they were
developing an awareness that they themselves
could become disability advocates in the
community.

Conclusions
Debate and discussion that gathered momentum during the reflection meeting
concerned the participants’ views that a hierarchy of inclusiveness existed in fitness
centres. They perceived disability specific fitness centres as most inclusive, city
council owned facilities as partly inclusive, and privately owned facilities as not
inclusive for people with disabilities. The PAR group decided that for the next action
they needed to verify if these views matched reality. They were, however, not willing to
do this on their own account, so invited the non-disabled partner (the “joiner” to the
group) to investigate on their behalf.
Participant 8:

What I want to know is who here has been to
[names commercially owned fitness centre]? [all
participants shake their heads]

Participant 1:

Yeah there you are, I’ve only looked from the
outside and seen the beautiful people come out
of it.

Participant 5:

Yeah.
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Participant 8:

I haven’t been. We may be reading them all
wrong. I will go myself and have a look in there.

Participant 1:

Report back next time and tell us.

PAR Cycle 4: An exploration of perceptions of different degrees of fitness centre
accessibility
Plan
The PAR group had invited the non-disabled participant (the “joiner”) to explore
whether there really is a hierarchy of fitness centre inclusivity, or whether this was
simply a perception of the group collectively.
Actions
Between the third and fourth group meetings, the non-disabled participant visited two
commercial fitness centres and one disability specific fitness centre. She recorded her
findings using the modified AIMFREE template, developed for a previous PAR cycle
as a guide (see Appendix A at the end of this Appendix 12). All six participants
attended the fourth group reflection meeting. The non-disabled participant facilitated
the meeting, presented her findings back to the PAR group, which encouraged in-depth
discussions and reflections. The meeting was two hours in duration and held in a quiet
meeting room at a community library.
Reflections and outcomes
Two themes became apparent in the data, which arose from the group meeting (see
Table D):
1. Factors influencing behaviour change
2. Factors that affect fitness centre inclusivity
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Table D PAR Cycle 4 themes, sub-themes and accompanying descriptions
Themes

Sub-themes

Self-efficacy

Factors that
influence
physical
activity
behaviour
change

Factors that
affect fitness
centre
inclusivity

Descriptions
A stroke survivor is more likely to change their
behaviour towards participating in physical activity
if they demonstrate self-efficacious behaviours.
Lack of intrinsic motivation, fatigue and depression
create barriers to self-efficacy.

Education
provided by
health
professionals

Although health professionals should advise stroke
survivors about the importance of positive lifestyle
change, it appears this does not occur.

Social
expectations

The participants explained how society drives
women (via the media) to be physically active to
improve their body image. They felt that society
appeared more accepting of overweight men,
meaning they may be less likely to engage in
physical activity behaviour change.

Physical access

The PAR group prioritised disability parking,
entrance areas, gym equipment that can be
modified for people with disabilities, and toilet and
shower facilities as the most important physical
built environment features for an inclusive and
user-friendly fitness centre.

System access

The PAR group viewed fitness centres that had
mission statements, specific marketing and a range
and flexibility of programmes for people with
disabilities as inclusive.

Attitudes of
others

A positive fitness centre atmosphere created by the
facility staff and other facility users allowed people
with disabilities to feel safe, supported, accepted
and included.

Deductions
At the close of this group meeting, the participants’ perceptions regarding the userfriendliness of commercially owned fitness centres started to change. Initially they felt
that these fitness centres would lack inclusivity for people with disabilities. Now they
were starting to think they were incorrect and perhaps the fitness centres and their staff
had made steps to be inclusive of all people.
Participant 4:

I’ve got a question [about the PAR Cycle 3
themes] about commercial owned facilities being
least inclusive because “we don’t fit the mould.”
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I think after what Participant 8 has said, that is a
misapprehension.
Researcher:

Yes, however that is what the group thought at
the time.

Participant 1:

A general feeling of the group was that the likes
of [privately owned fitness centre] wouldn’t
want people like us.

Participant 8:

I questioned them [privately owned fitness
centre] on that. They said they would welcome
anybody.

Participant 1:

That’s been quite a radical thing!

Participant 4:

What we could do as a group is perhaps attend
there one day.

PAR Cycle 5: Confirmation of the user-friendliness of commercially owned fitness
centres
Plan
At the close of the fourth group meeting, the PAR group planned to confirm the nondisabled participant’s findings to determine if these facilities were indeed user-friendly
for them.
Actions
Three male participants, one of the participant’s wives (with a personal training
background), the non-disabled participant and I visited a commercial fitness centre.
The other two participants did not attend due to being on holiday or being unwell
respectively. The visit lasted 2.5 hours and the participants were shown around every
aspect of the facility by the fitness centre representative and invited to trial any
equipment they wished to try. After the visit, the participants and I went to a local café
for coffee with the intention to debrief and reflect on the “action”. However, it quickly
became clear that the participants were too fatigued to reflect on their visit. Therefore,
I documented and analysed my own observations and reflections after the visit.
Researcher observations and reflections
Two themes emerged from the data:
1. Factors that affect fitness centre inclusivity
2. Self-efficacious behaviours
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Factors that affect fitness centre inclusivity. The physical environment, in particular
disability parking, entrance areas, toilets, access to upper floors and accessible
equipment were inclusive features of the commercial fitness centre we visited. The
participants recognised however, that although they could all access and use the
equipment, wheelchair users would not be able to do so.
The participants again recognised that a fitness centres systems and policies can affect
inclusivity. They discussed that the lack of advertising specifically for people with
disabilities did not make them feel welcome at the facility they visited. The
participants also acknowledged that the cost of membership to the fitness centre was a
considerable barrier, and would thereby exclude them from attending this facility.
Attitudes of other individuals at the fitness centre also influenced the inclusivity. The
gym staff were welcoming and friendly. They appeared knowledgeable about the
problems people with disability face and were attentive to potential safety issues
experienced by the participants when using the gym equipment. The other gym users
appeared to be accepting of the participants using the fitness centre.
Self-efficacious behaviours. All of the participants demonstrated self-efficacious
behaviours during the visit. They were enthusiastic and confident to trial the equipment
of their choice and engaged with the gym staff. Two of the participants even set up a
friendly competition between each other when trialling the equipment. The participants
identified, however, that one needs a level of courage to attend a fitness centre of this
nature and suggested that if a stroke survivor lacked self-efficacy, this would create a
barrier to participation in physical activity at fitness centres for such individuals.
Perhaps the participants felt more self-efficacious because they were in a group of likeminded individuals with whom they felt comfortable.
Conclusion
Following the group’s visit to the fitness centre, the participants wanted to compare
their verdicts, and broaden and extend their thoughts about whether every building
should be accessible for people with disabilities. They suggested this could be helpful
if done with a person in the community who would be passionate and knowledgeable
about disability issues.
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I think there needs to be some philosophical direction here. Like is it
the, do the powers that be, the disability powers that be, you know the
people that make this a life work, do they believe that every facility
should be disabled friendly or do they accept the commercial reality,
you go to a gym which suits your situation in life?” (Participant 1)

PAR Cycle 6: Corroboration of the user-friendliness of the built environment
Plan
The plan for the sixth PAR cycle was to meet with a Disability Advocate to debate the
participants’ findings from their explorations and experiences of inclusiveness of
fitness centres across the PAR cycles.
Actions
I offered to contact the Chief Executive Officer (CEO) of a disability organisation in
Christchurch (himself a wheelchair user) to come and discuss the participants’ findings.
The PAR group were happy for me to do this. The Disability Advocate accepted our
invitation and four participants attended this meeting. One participant was on holiday,
and the other participant had an appointment. I opened the meeting to summarise the
PAR group cycles to date and invited the Disability Advocate to use the remainder of
the meeting to focus particularly on his experiences and perspectives about accessibility
of the built environment. The meeting was 1.5 hours in duration, held in a quiet room
in a community library, and resulted in much discussion of the PAR group members
with the Disability Advocate.
Reflections and outcomes
Equitable access is not the reality, was the primary theme seen, in the data (see Table
E).
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Table E PAR Cycle 6 themes, sub-themes and accompanying descriptions
Themes

Equitable
access is not
the reality

Sub-themes

Descriptions

Legislation

Governmental building legislation provides
minimal standards for accessibility. However,
non-mandatory design requirements, which
exceed minimum standards for accessibility and
include some principles of universal design, are
available to building professionals. These
standards are only suggested requirements and
building professionals tend to comply with the
minimal standards.

Developer
attitudes

The participants felt that building developers do
not understand disability issues and perceived
designing inclusively would increase the cost so;
they are more likely to design the built
environment to minimal standards rather than
consider equitable access.

Entrance area
design

Doorway design determines equitable access for
people with disability. Disability entrance areas
that are located at the back of the building instead
of at the front of the building where able-bodied
people enter the building, create feelings of
exclusion as this does not feel like equitable
access to people with disabilities.

Decisions and outcomes
At the end of this meeting, the PAR group members felt so inspired from their
interaction and discussion with the Disability Advocate that one of the participants
asked the PAR group how they would feel if he wrote to his local newspaper about
disability access in his community. He wanted to praise a local supermarket manager
for being inclusive of people with disabilities.
Participant 4:

How would it be if I was to drop a line to the
Letters to the Editor in the local paper and say
congratulations to the supermarket manager of
what he has done for disabled people and draw
attention through the media?

Researcher:

What do the rest of the group feel about this
idea?

Participant 1:

I think it is a great thing to acknowledge. It does
send a clear message to other businesses in the
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community and it is a positive way to do it. I
think people are a bit chary of complainers.
Participant 2:

I was going to say the same thing. Focus on the
positive. I think if you write a letter with a
positive spin on it that would be great.

Participant 1:

You could take it one step further and see if they
will interview you. I think it is worth making a
noise about it really.

This participant did write to his local newspaper discussing accessibility issues he faced
in his community. Excitingly, this triggered a newspaper dialogue of responses from
other individuals with disability in the community, who commented on their
accessibility experiences. Following the newspaper dialogue, the participant was
invited by a representative from his local council to become a member of the council’s
Access Group.
Following the group meeting with the Disability Advocate I met with the Health in All
Policies Advisor from the Community and Public Health Department of the Canterbury
District Health Board (CDHB) organisation to discuss a Process Mapping Project. This
was a collaborative project designed to bring together disability experts (i.e., people
living with disability and health professionals) to discuss disability issues, with a
particular focus on public and commercial buildings, infrastructure and urban design,
sport and recreation infrastructure, residential housing, and the design for an age and
dementia friendly city. The overall intent of the project was to ensure the rebuild of the
city of Christchurch (following the devastating earthquakes of 2010/2011) would be
accessible for all people. The goal of the project was to disseminate the information (as
a series of video interviews) from the disability experts to local and central
governmental representatives, building developers, architects, and city planners about
ways to create an accessible, inclusive, and universally designed city. Our PAR group
was invited to discuss and disseminate their findings as part of this project under the
Sport and Recreation Infrastructure category. All the group members agreed that the
time was ripe for dissemination but they were adamant that the group needed to have a
structured plan (script) to ensure their key messages were clear and succinct to the
listeners. They together developed a script (see Appendix C situated at the end of this
Appendix 12). To enhance the verbal section of the video, the participants felt it would
be beneficial to have a pictorial continuum of doorways depicting the most accessible
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to the least accessible (see Chapter 5). The men provided examples of doorways that
were accessible, somewhat accessible, or inaccessible and asked if I could photograph
them on their behalf. At the completion of the video interview, I invited the
participants to engage in a final individual interview to explore their reflections about
their experiences of the PAR process and its outcomes. This aspect is described and
discussed in detail in Chapter 6.
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Appendix A ACTION TASK – A more in-depth look at your fitness centre

Hi Research Assistants
It was decided at the last meeting that you would each look into your own fitness centre (either a gym or swimming pool) that you attend in
more depth to establish what might make a fitness centre user-friendly or otherwise to you personally. What is good about your facility, what
could be improved to make it ideal?
On the following pages, I have set out the headings from the Fitness Facility Survey Book that you had a look at when you were at the last
meeting. In the left hand column, I have given you some examples from the Fitness Facility Survey Book so you have a clear understanding of
what each category is about.
So when you next attend your facility (gym or swimming pool) take note/be observant of what your facility is like as your job is to complete the
right hand boxes. You might not be able to complete all the boxes, as they might not pertain specifically to your facility. Don’t feel you have to
complete this after just one visit to your facility; you have up until the next meeting in July to complete it. You can either write in the boxes by
hand or complete these electronically and email them completed back to me before the next meeting in July.
If you have any questions, please don’t hesitate to email me. Enjoy and I look forward to hearing about your findings either before or at the next
meeting.
Best wishes
Ally
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Write (or type) your findings from your facility or any other comments
you wish to make here.

Parking



What is the parking like – wide enough, enough car parks for people with
disabilities?
Are the parking spaces as close as possible to the facility entrances – less
than 50m?

Write (or type) your findings from your facility or any other comments
you wish to make here.

Access Routes and Entrance Ways






Is the path leading up to the facility accessible – is it wide enough, free from
obstacles?
What is the access to the facility – ramps/stairs?
If a ramp is present – is it wide enough, free from obstacles, does it have
rails?
What are the doors like – automatic, wide enough?
What are the floors like in the entrance ways – slip resistant?
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Write (or type) your findings from your facility or any other comments
you wish to make here.

Equipment





How easy is it to get on and off the equipment?
What is the space around the equipment like for you to get on/off it safely – it
is wide enough, free from obstacles?
Can you adjust the equipment to suit your needs?
Is there equipment that you can’t use – why is that?

Write (or type) your findings from your facility or any other comments
you wish to make here.

Locker Rooms (changing rooms) and Showers






Are there doors to the locker rooms/shower room – are they wide enough,
automatic?
What is the locker room like – free from obstacles, big enough to manoeuvre
around in, benches wide enough to sit on to dress safely?
What are the lockers themselves like – easy to open doors?
Are private changing rooms available at this facility?
What are the showers like – are they big enough for you to manoeuvre in,
grab bars/rails, easy to use controls?
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Write (or type) your findings from your facility or any other comments
you wish to make here.

Bathrooms






What are the entrance doors like – wide enough, automatic?
What is the floor like – slippery?
What is the bathroom floor space like – enough space to manoeuvre in, no
obstacles in the way?
What are the toilet cubicles like – wide enough, can you reach the paper, easy
to open/close doors, grab bars/rails present?
What are the hand basins/hand driers like – easy to reach and use?

Write (or type) your findings from your facility or any other comments
you wish to make here.

Hot tubs, Saunas, Steam rooms, Whirlpools



What are the hot tubs and saunas like – easy to get in/out, controls easy to
use?
What are the steam rooms like – doors open automatically, enough room to
manoeuvre, benches wide enough to sit on safely?
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Write (or type) your findings from your facility or any other
comments you wish to make here.

Swimming Pools







How easy is it to get in or out of the pool – ledge to hold, ramps, rails, hoist?
Is there a clear path free of obstacles surrounding the pool?
Are lifeguards on duty?
Is there an area of the pool specifically designated to people who move more
slowly?
Can you bring a carer to assist you in the water?
What is the water temperature like?

Write (or type) your findings from your facility or any other
comments you wish to make here.

Information



What is the signage like – easy to follow, easy to read?
What are the brochures or posters pertaining to the facility like – readily
available, do they include people with disabilities or indicate that people with
disabilities are welcome?
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The Staff – professional behaviour, support and training




How helpful are the staff – are they willing to assist you, do they have good
ideas of how to improve your fitness or technique, do they speak to you in an
appropriate manner (i.e., not condescending)?
How helpful are the staff with your programme – do they consider your
stroke related impairments?
Do you know if the staff have specific training in helping people with
disabilities?

Write (or type) your findings from your facility or any other
comments you wish to make here.

Facility Policies








Write (or type) your findings from your facility or any other
comments you wish to make here.

Do you know if the facility has a mission statement indicating they include
people with disabilities?
Can a carer/support person enter the facility free of charge if they are there
specifically to help you?
Can membership fees be adapted depending on how much equipment you
can use?
Does this facility advertise services specific for people with disabilities?
Is the equipment maintained regularly?
Does the facility have specific programmes that you can join?
Does the facility have an emergency plan?

Any other comments?
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Appendix B Letter for the participants to use when visiting fitness centres during
“actions”

University Letterhead

21 June 2013

TO WHOM IT MAY CONCERN
Mr (participant’s name) is a research assistant undertaking data collection on behalf of
Allyson Calder as part of her PhD research project titled, “user-friendliness of fitness
and recreational sports centres (gyms and swimming pools) for people after stroke.
The PhD candidate Allyson Calder is a physiotherapist from the University of Otago,
School of Physiotherapy Christchurch. Dr Hilda Mulligan and Dr Gisela Sole who are
both physiotherapists from the University of Otago, School of Physiotherapy, supervise
Allyson in her PhD research.
If you have any questions or would like any further information about this project
please contact:
Allyson Calder (PhD Candidate)
School of Physiotherapy Christchurch
University of Otago
T: 03 3641826
E: ally.calder@otago.ac.nz

Dr Hilda Mulligan (Supervisor)
School of Physiotherapy Christchurch
University of Otago
T: 03 3643862
E: hilda.mulligan@otago.ac.nz

Kind Regards

Allyson Calder
Physiotherapist
School of Physiotherapy Christchurch
University of Otago
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Appendix C Structure of video interview for dissemination of findings
 The aim of this research project is to explore the accessibility and usability of
fitness and recreational sports centres for people with stroke in Christchurch.
 We have used a participatory approach to the research meaning that the
participants are the researchers.
Importance for people with stroke to be physically active and why fitness centres are
ideal places to undertake physical activity
 There are about 60000 stroke survivors living in NZ.
 People with stroke experience physical impairments: strength of their limbs,
sensation, balance, poor cardiovascular fitness and fatigue. These impairments
make everyday tasks (walking, dressing, getting ‘out and about’ in their
community etc.) much more challenging for people with stroke. People with
stroke are more at risk of falling because of these impairments. Would you all
agree with this?
 The benefits of PA for the general population have been well documented but
it’s even more important for people with stroke. People with stroke need to be
physically active to help improve their post stroke impairments and prevent
secondary conditions (such as weight gain, high blood pressure, depression
etc.).
 One would think that a fitness centre (gym/swimming pool) would be the ideal
place for people with stroke to participate in physical activity because they
should provide a safe, supportive and social environment.
 However, research shows and we have found that very few people with stroke
access such facilities.
One of the biggest reasons people with stroke don’t access fitness facilities is due to
poor accessibility of the built environment. Three of the biggest accessibility issues
faced by this group of people are:
1. Parking
 Disability parking needs to be close to all buildings especially if they are
in a large complex (e.g. The retail complex where Participant 5 attends
the gym) – Participant 5 could you tell us about the parking at your
gym. Your friend takes you….
 Drop off zones would be incredibly helpful (provide a scenario of what
we mean by a drop off zone)
2. Doorways (entrance and exit)
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 Continuum of worst to best doorways to be visually presented on the
wall of room
 Group to discuss why these doors are accessible or inaccessible
 The PAR group to explain how unsafe some doorways can be for people
with stroke secondary to their physical impairments
3. Toilets
 Consider height off the floor for the toilet
 Ensure that the disability toilet is spacious enough so that people with
disability can manoeuvre themselves around. Participant 4 can you tell
us about a particular experience you had accessing a toilet since you
have had your stroke.
 The ideal door for a disability toilet is sliding
To sum up:
 People with stroke need to be physically active to improve their physical,
psychological and social health.
 Difficulty accessing the built environment at fitness and recreational sports
centres is a disincentive for people with stroke to be physically active.
 If the design of new buildings could address the issues of parking, doorways
and toilets for people with disabilities, it is more likely people with stroke will
feel motivated, confident and safe when accessing the community built
environment, just like the general population. Equality of access is important to
people with stroke.
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Appendix 14 Example of how a coding template was built from the raw data in PAR Cycle 3
Theme from PAR Cycle 3: Factors that affect fitness centre inclusivity

Codes
Disability parking close to the building is better
Disability parks are wider
Facilities with drop off zones
Disability parking too far away from the building is not user-friendly
Disability parking criteria for disability card is too strict
Automatic doorways are most accessible
Bi-hinged doorways are second most accessible
Entranceways are largely inaccessible
After-hours access is poor or inaccessible
Mission statements of some facilities not found
Mission statements do not include people with disabilities
Fitness centre staff unsure if their facility has a mission statement
Facilities do not specifically advertise they are accessible
Nature of advertising influences whether people with disabilities will
attend that facility
Supportive fitness centre staff
Friendly facility staff
More likely to attend facility if feel supported
Facility staff who go out of their way to be helpful and problem solve
with stroke survivors (e.g., adapting equipment, reducing cost)

Participants
2, 4
5
1, 4
1, 2, 5
1
1, 5
1
4
4, 5
8
2
4
8

Other facility users are welcoming, encouraging, and accepting

2

5
2, 4, 5
2
8

Categories
Accessibility of
disability parking

Accessibility of
entranceways
Inclusivity of mission
statements
Systems and policies
lack inclusivity

Welcoming facility
staff

4, 5
Other gym users
encouraging

285

Descriptions

Sub-theme

Disability parking and accessible
entrance areas were prioritised as the
most influential aspects for inclusive and
user-friendly fitness centre.

Physical
access

Fitness centre systems and policies often
do not include policies about people
with disabilities (e.g., in the mission
statements or advertising material). This
created barriers to inclusivity.

System
access

Welcoming, helpful, and friendly fitness
centre staff and encouragement from
other facility users are elements of
inclusivity.

Attitudes of
others

Appendix 15 Newspaper dialogue
Participant consented to have these newspaper articles included in this thesis

Reference: Northern Outlook, September 18, 2013

286

287

Reference: Northern Outlook, September 21, 2013
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Reference: Northern Outlook, September 25, 2013

Reference: Northern Outlook, October 9, 2013
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Appendix 16 Example of how a coding template was built from the raw data (Chapter 6)
Theme 1 Factors that influenced collaboration
Codes
Accepts that impairments limit activities
PAR with stroke survivors where no non-disabled people on the group is a
weakness of the PAR method as too difficult to do action tasks due to physical
disability
Personal barrier = fatigue
Needed a strategy so didn’t lose thoughts during conversations as thinking slower
Transport is a barrier to participation in PAR
Different cultures = different worldview
Participants with English as a second language not a good choice for group as
difficult to understand and worse for slow thinkers
A group functions well if participants listen to each other
Dominant group member did get results but they justified his means
One participant dominated the group
PAR was a fun process
Enjoyed the challenges of the action phases
Enjoyed being with others with similar ideas about physical activity
Enjoyed meeting new people, making new friendships, interacting with group
members
All group members were on the same page in terms of the importance of physical
activity
Like-minded people in the group reminds you of your experiences
Discussion and two way communication made the group run well
Group meetings spark ideas off each other

Participants
1

Initially the group needed direction from the researcher

2, 3, 4

1, 3

Categories

Stroke related
impairments

1, 3
2
4
1, 3

Cultural diversity

1
2
5
1, 2, 5
1, 4, 8
1
2

Dominant group
members

Enjoyment

1, 2, 4, 5
2
Meaningful
interactions

2
1
2
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Initially researcher
led

Descriptions

Sub-theme

Participants’ stroke related
impairments (i.e., cognition,
physical impairments and fatigue)
acted as a barrier to active
participation. If participants were
perceived to have a different
worldview (or culture), or were
perceived to display a dominant
personality created disparity within
the PAR group resulting in varying
levels of participation.

Levels of
active
participation

The PAR process provided a forum
to collaborate with like-minded
participants to discuss, debate and
reflect on their experiences
meaningfully. They described
feelings of enjoyment throughout
the PAR project and were often
inspired by successful PAR actions.

Engagement
with likeminded
individuals

The participants briefly sought
leadership from the researcher at the
beginning of the study.

Leadership

Appendix 17 Stroke survivor participant questionnaire
Name

Address

Age

Ethnicity (tick)

Email

Time since stroke

Level of physical activity (tick the
option that applies)
Regular physical activity = 3 or more
times per week for 20 minutes or
more at each time.



NZ European



Maori



Samoan



Cook Island Maori



Tongan



Chinese



Niuean



Indian



Other (please specify)_______________________

Pre-contemplation



I am not currently physically active, and I do not intend to start being physically active in the next
6 months.

Contemplation



I am not currently physically active, but I am thinking about starting to become physically active in
the next 6 months.

Preparation



I am currently somewhat physically active, but not regularly.

Action



I am currently physically active regularly, but I have only begun doing so within the last 6 months.

Maintenance



I am physically active regularly, and I have done so for longer than 6 months.

Relapse



I have been physically active regularly in the past, but I am not doing so currently.
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Appendix 18 Information sheet for male stroke survivors to explain
the study to their support persons

Support Person Participant Information Sheet

Study title:

Principal
investigator:

Student
investigator:

Development of a strategic framework to
enable support persons to facilitate male
stroke survivors to engage in physical activity
Dr Hilda Mulligan

Contact details:

Senior Lecturer

hilda.mulligan@otago.ac.nz

School of Physiotherapy

(03) 364 3657

Ally Calder

Contact details:

PhD Candidate

ally.calder@otago.ac.nz

School of Physiotherapy

(03) 364 3660

Introduction
Thank you for showing an interest in this project. Please read this information sheet
carefully. Take time to consider and, if you wish, talk with relatives or friends, before
deciding whether or not to participate.
If you decide to participate we thank you. If you decide not to take part there will be no
disadvantage to you and we thank you for considering our request.

What is the aim of this research project?
The aim of this research project is to explore the attitudes of support persons of male
stroke survivors towards physical activity and to explore factors that help or hinder
support persons to encourage male stroke survivors to be physically active. The
findings from this exploration will form the foundation for support persons to develop a
strategic framework for an educational resource that will aim to educate, guide and
empower support persons to encourage male stroke survivors to engage in physical
activity.
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The development of effective educational resources tailored specifically to support
persons should help them in their role of supporting stroke survivors to be physically
active. The findings will provide health professionals with relevant approaches on how
to foster their role in supporting support persons of male stroke survivors to engage in
physical activity.
This project is being undertaken as part of the requirements for Doctor of Philosophy
(PhD) degree for Ally Calder

Who is funding this project?
The study is part funded by a grant from the professional body of physiotherapists in
New Zealand.

Who are we seeking to participate in the project?
We are seeking approximately 16 support persons of adult male stroke survivors to
participate in this research project.

If you participate, what will you be asked to do?
Support persons will be asked to complete a short questionnaire to obtain
demographic information (contact details, age, relationship to the stroke survivor,
support you provide the stroke survivor, ethnicity) and your attitudes towards physical
activity. The student researcher will engage with each support person participant in an
individual interview to explore their attitudes towards physical activity and factors that
help or hinder support persons to encourage male stroke survivors to engage in
physical activity. This interview will take place at the support person participant’s
home or a convenient venue in the community (eg a public library) and will take
approximately 1 hour.
Following the individual interview, the support person participants will be asked to
attend four focus group meetings where you will meet other support person
participants and work collaboratively with the researcher to develop a strategic
framework for an educational resource. The educational resource will be tailored
specifically to empower support persons in their role of supporting male stroke
survivors to be physically active. After the first focus group meeting, the participants
will be asked to make a ‘mind map’ of what they might include in the strategic
framework. The focus group meetings will be held in a quiet venue in the community
(eg a public library) over a 2-3 month period. Each focus group is likely to take up to 2
hours.
Support person participants may be reimbursed for travel expenses however this is
dependent on a successful funding application.

Is there any risk of discomfort or harm from
participation?
There is no risk of physical harm from participation in this study. In the event that the
line of questioning in the individual interviews or aspects of the focus group
discussions becomes uncomfortable to the participants, they can choose to what
extent they participate. Participants have the right to decline to answer any question
and the right to withdraw for the study at any time.
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What specimens, data or information will be collected,
and
The individual interviews and focus group meetings will be audiotaped and transcribed
word for word by the student researcher or a paid transcriber. The researcher team
will also keep the information gathered on the questionnaire and the ‘mind maps’. All
of the information gathered (individual interviews, focus groups, mind maps and
questionnaire) will be used in the data analysis phase and write up of the research
project.

What about anonymity and confidentiality?
The questionnaires and mind maps will be kept in locked storage for 10 years at the
Otago University School of Physiotherapy offices in Christchurch. Audiotapes and
transcriptions will be kept electronically on the student researcher’s password secured
computer. Only the named researchers will be able to access this information. A paid
transcriber will have access to the audiotapes but no other information. Any personal
information held about the participants (such as contact details) will be destroyed at
the completion of the research even though the data derived from the research will, in
most cases, be kept for much longer or possible indefinitely.
A fourth researcher, Emeritus Professor David Thomas, Social and Community Health,
The University of Auckland will be involved in final analysis for the study but will not
access the raw data itself. Anonymity of all participants will be preserved by removing
names and identifying features from the data.
The results of this research will be written up as the student researcher’s project
towards her PhD degree and may be published. It will be available in the University of
Otago Library (Dunedin, New Zealand) but every attempt will be made to preserve
participants’ anonymity.

If you agree to participate, can you withdraw later?
You may withdraw from participation in the project at any time and without any
disadvantage to yourself.

Any questions?
If you have any questions now or in the future, please feel free to contact either:
Ally Calder

Contact details:

PhD Candidate

ally.calder@otago.ac.nz

School of Physiotherapy Christchurch

(03) 364 3660

Dr Hilda Mulligan

Contact details:

Principal Investigator

hilda.mulligan@otago.ac.nz

School of Physiotherapy Christchurch

(03) 364 3657
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Dr Gisela Sole

Contact details:

Co-Investigator

Gisela.sole@otago.ac.nz

School of Physiotherapy Dunedin

(03) 479 7936

This study has been approved by the University of Otago Human Ethics Committee
(Health). If you have any concerns about the ethical conduct of the research you may
contact the Committee through the Human Ethics Committee Administrator (phone
+64 3 479 8256 or email gary.witte@otago.ac.nz). Any issues you raise will be treated
in confidence and investigated and you will be informed of the outcome.
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Appendix 19 Support person questionnaire (completed with
researcher present)
Name
Address
Telephone
Email
Age
Relationship to stroke survivor
Some people require support following a
stroke. Do you provide any support for your
stroke survivor? Can you describe briefly
how you support your stroke survivor?

NZ European
Maori
Samoan
Cook Island Maori
Ethnicity (please circle)

Tongan
Chinese
Niuean
Indian
Other (please specify)


We are not asking you to become physically
active as part of this study, however, we are
interested in support persons’ own
engagement in physical activity.
Level of physical activity
(tick the option that applies)





Regular physical activity = 3 or more times
per week for 20 minutes or more at each
time.
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I am not currently physically active, and I do
not intend to become physically active in the
next 6 months.
I am not currently physically active, but I am
thinking about starting to exercise in the next 6
months.
I am currently somewhat physically active, but
not regularly.
I am currently physically active regularly, but I
have only begun doing so within the last 6
months.
I am currently physically active regularly, and I
have done so for longer than 6 months.
I have been physically active regularly in the
past, but I am not doing so currently.

Appendix 20 Expanded demographic data of male stroke survivor and support person participants
Male stroke survivor participants

Support person participants

Age

Ethnicity

Time since
stroke (years)

Level of Physical
activity

Level of disability
(Modified Rankin
Score)

Age

Ethnicity

Level of physical
activity

1

75

NZ European

2.6

Relapse

4

62

NZ European

Maintenance

2

53

NZ European

2

Maintenance

2

52

NZ European

Maintenance

3

82

NZ European

4

Preparation

4

80

NZ European

Maintenance

4

66

NZ European

2.75

Relapse

3

51

NZ European

Maintenance

5

77

NZ European

3.5

Preparation

3

76

NZ European

Maintenance

6

57

NZ European

4

Maintenance

3

64

NZ European

Maintenance

7

64

NZ European

3

Maintenance

3

64

NZ European

Maintenance

8

57

NZ European

4

Maintenance

3

56

NZ European

Maintenance

9

78

NZ European

15

Relapse

4

70

Chinese

Maintenance

10

77

NZ Māori

6.5

Action

3

75

NZ European

Maintenance

11

66

NZ European

5

Maintenance

3

64

NZ European

Preparation

12

75

NZ European

5

Maintenance

2

65

NZ Māori

Maintenance

13

66

NZ European

1.5

Maintenance

3

64

NZ European

Preparation

Participants
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Appendix 21 Example of how a coding template was built from the raw data (Chapter 7)
Theme 3 Factors support persons use to encourage stroke survivor participation in physical activity
Codes
Support person fitness
Improve support persons health
Support person mental well-being
Support person physical well-being
Stroke survivor spiritual health
Stroke survivor physical well-being
Stroke survivor mental well-being
Stroke survivor social health
Support person tries to find a variety of activities as these are important to motivate
stroke survivors to be physically active
Physical activity need to be regular/routine
Physical activity needs to be social
Going on outings that include physical activity
Social well-being important to stroke survivor recovery, morale, confidence, mental
well-being
Social integration helps stroke survivor to thing about others rather than dwell on
impairments
Male bonding is important post stroke
Physical activity in a group of like-minded individuals is good for social integration
and motivation
Support person works out different ways to approach community outings
Physical activity needs to be enjoyable/pleasurable
Physical activity needs to be meaningful to the stroke survivor
Physical activity need to be participatory and contribute to life roles and pre-stroke
activities
Creating competition is important
Physical activity needs to be challenging but target the stroke survivors level of
disability
Stroke related impairments (fatigue, physical impairments, communication) affects
participation in physical activity

Participants
7, 8, 11
1, 2, 6, 8-10, 12, 13
1, 2, 4, 6, 8, 12
1, 2, 4, 6, 7, 10, 11
4, 13
1, 4, 7, 13
1, 4, 9, 13
4, 5, 10, 13

Categories

2,4, 5, 9, 13, FGB2
1, 4, 5, FGA1FGB2,
FGB3,
5
1, 3, 4, 8, FGA1,
FGB2, FGB3

Routine

Social integration

8
4, 8, 10, 13, FGB2

4, 6, 8
2, 3. 4, 6, 9-12,
FGA3, FGA4,
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The partners understood that
physical activity was beneficial for
their own personal health and wellbeing so they could support the
stroke survivor’s needs. For
successful participation in physical
activity, the partners identified that
physical activity needs to
incorporate a balance of physical,
mental, social and spiritual wellbeing. Activities should therefore
be meaningful, enjoyable,
participatory and socially integrated.

A philosophy
for physical
activity

The partners considered the impact
of their stroke survivor’s

Consideration
of the stroke

Factors for successful
participation in
physical activity for
stroke survivors
Variety

FGA4
2, 4, 5, FGB2
4, 10, 12, FGA4,
FGB2
1-5, 7, 10-12,
FGA3, FGB3
5

Sub-theme

Benefits of physical
activity for support
person well-being

2, 4, 6, 8

4

Descriptions

Meaningful and
enjoyable
Participatory
Competitive
Challenging
Stroke related
impairments

Codes
Mental well-being (fear of falling, frustration, motivation, self-drive, depression)
affects engagement in physical activity
Support persons develop a pragmatic approach to managing stroke survivor mental
well-being (e.g., suicidal thoughts)
Support person warned about stroke survivor becoming depressed so encouraged
pre-stroke activities post stroke
Support person learns to read stroke survivor mood so understands when to leave
him be
Support person needs to take into account how the stroke survivor is feeling
Other medical issues (e.g., side effects of medications, pre-existing conditions)
affect ability to be physically active
Facilities that are a long way from home are challenging to access
Physical activity is challenging when the built environment is inaccessible

Built environment access can be a barrier to social integration
Gyms that are accessible for people with disabilities are needed
Accessible built environment take the stress out of the outing
Support person problem solves herself to try and make access easier
Support person needs to check built environment prior to going on an outing with
stroke survivor
Support person problem to accommodate stroke survivor impairments within
changing environments for safety
Safety is paramount when making physical activity participatory
Support person things about, worries about, and advises about safety
Support person recognises that stroke survivors sometimes don’t recognise their
limitations (e.g., due to cognitive impairment) which is a safety issue
Support person finds it challenging to manage safety
Support person needs to trust stroke survivor in calculated risk taking behaviour
Support person forces stroke survivor to make decisions to take back control of their
lives
Support person forces/challenges/encourages stroke survivor to participate in
physical activity and life roles
Tough love important to drive motivation for physical activity
Support person acts as stroke survivor conscience for physical activity by prompting

Participants
1, 2, 4, 6, 8-10, 12,
FGB3

Categories

FGB3
Mental well-being

8
4
FGA3, FGB3
6, 8, 9
8, 13
4, 6, 9, 10, 13
FGA2, FGA3,
FGB2
FGA3
4, 13
FGA1
6
4, 9, FGA1, FGA2,
FGB2

Co-morbidities

Descriptions
physiological and psychological
impairments when encouraging
physical activity. They worried
about physical safety particularly
when the stroke survivor had
physical and/or cognitive
impairments that prevented them
from making independent decisions
or in being able to negotiate a
challenging environment
independently. Therefore, the built
environment required careful
scrutiny to ensure it was accessible
and safe for the stroke survivor to
use.

Sub-theme
survivor and
the
environment

Built environment
accessibility

4, FGB2
4, FGB2
3, 5, 8, FGA3,
FGA2

Safety considerations

3, 10, FGA2
FGA2
FGB2
6
3- 6, 8, 10, 13,
FGA1, FGA2,
FGB2
1, 4, 12
3, 9, 13
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Nagging vs nurturing

The partners recognised that
participation in physical activity for
their stroke survivors was more
fruitful if they provided external
motivation and encouragement.
They also acknowledged that other
people (e.g., family members and

External
motivation
and support

Codes
Support person recognises that she can only do so much – it’s up to the stroke
survivor in the end
How much can the support person push the stroke survivor to be physically active –
need to find the balance
Stroke survivor likely to say no to primary support person but pay more attention to
others (e.g., family members)
Support person needs to be stubborn and not give in to stroke survivor otherwise
goals are not achieved
Support person provides encouragement, support and praise for challenging/nonroutine tasks
Support person recognises that although stroke survivors are adults, they respond
better when treated like children (i.e., reward system for motivation)
Family members and friends
Neighbours
Members of community groups (e.g., church)
Work colleagues
Health professionals
Gym staff
Other support persons in the community is a great way to share problems

Other stroke survivors
Recognition from support person not to burden your support networks as they too
have stressors in their lives

Participants

Categories

1, FGB3
1, 12
FGA3, FGB3
9, 10, FGB3
8-12

Praise and
encouragement

FGB3

Provide rewards

3, 4, 6, 8, 9, 11,12,
FGA3, FGA4
8
1
4, 8
4, 6-8, 10, 11, 13,
FGA2
8
3, 6, 8, 9, FGA1,
FGA4, FGB1,
FGB2
10, FGB2
9, FGB2
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Family members,
friends, and
neighbours
Work colleagues
Health professionals

Members of stroke
community
Care with
overburdening

Descriptions
friends) were also helpful in
encouraging participation in
physical activity for the stroke
survivor.

Sub-theme

Appendix 22 Researcher reflexivity for Strand 3

Personal
motivations to
undertake this
study

Pre-conceptions

I am motivated to carry out this project for the following reasons:
 In my practice as a rehabilitation physiotherapist prior to commencing
this thesis, I did not actively seek the family members or friends’
involvement in goal setting around encouraging or facilitating
physical activity once a stroke survivor was discharged from the
hospital setting. My discharge goals targeted safe function with
activities of daily living. I also did not consider educating stroke
survivors about the importance of physical activity, nor did I think
about how they could access physical activity on discharge or who
would support them to do so.
 Participants in the PAR study did not discuss in detail the support
from their family members or friends however, the literature suggests
that family members influence whether the stroke survivor will
engage in physical activity. Therefore, I was interested to explore
support persons attitudes towards physical activity and what factors
hinder or help them to empower stroke survivors to access physically
active behaviours.
 I could see that using this information to inform the development of a
model or framework might inform physiotherapists to be able to better
support family members or friends of stroke survivors engage in
sustained physical activity when back living at home in their own
community.
 My primary goal as a physiotherapist is to facilitate a smooth
transition for stroke survivors from inpatient rehabilitation to
community participation in sustained physically active behaviours.
Family members or friends would possess a ‘toolbox’ or resources to
feel empowered to support the stroke survivor in sustained physical
activity.
From my theoretical and experiential knowledge, I am assuming the
support person participants:
 Might face barriers to empowering and supporting stroke survivors to
be physically active which could include:
 Not having enough time – it takes too long to get ready
 Difficulty motivating the stroke survivor who experiences fatigue,
cognitive impairment or psychological issues
 Not feeling supported by health professionals to know if they are
supporting their stroke survivor in the ‘right’ way
 Financial constraints e.g. the need to be working for the family
coffers, or not able to prioritise cost of attending formal exercise
opportunities due to unexpected costs related to healthcare and so
forth
 Lack of information about how to access physical activity
 Having beliefs that physical activity may not be beneficial to
stroke survivor outcomes
 Might suggest the factors that facilitate them to empower stroke
survivors to be physically active include having:
 Beliefs that physical activity is beneficial to health and well-being
for the stroke survivor
 Confidence in the stroke survivor’s physical abilities
 Confidence in their own abilities to care for the stroke survivor
 Access to and are supported by health professionals
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Appendix 23 Draft booklet of developing themes for support person
participants
See attached file
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Appendix 24 Themes and sub-themes developing over the course of
Strand 3
Theme 1

Access to health and support services for male stroke survivors
Focus Groups
A
1 2 3 4

Focus
Groups B
1 2 3

x

x

x

x

x

x

x

x

x

x

Sub-theme

Descriptors

Individual
interviews

Limited health
resources

The partners had
realised that stroke
survivors were
discharged from health
and support services as
soon as they reach a
level of function where
they could manage
safely at home. They
believed this was due
to limited health
resources.

x

Inequitable
health service
provision

The partners perceived
that access to health
and support services
were inequitable.
Increased access to
services appeared to be
correlated with older
age (>65 years) and/or
increased severity of
stroke or if the support
persons had prior indepth knowledge of
how and why the
health system provides
services to patients.

Inconsistent
delivery of
health
information

Health professionals
did not appear
forthcoming in
providing information
to stroke survivors and
their support persons.
Information was not
individualised, and
varied between health
professionals. The
partners therefore
sought information
themselves from
elsewhere, and not
from the health
professionals who had
provided services to
their male stroke
survivor.
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x

x

Educational
resource
content

x

Theme 2

Managing an unwanted and challenging ‘new life’
Focus Groups
A
1 2 3 4

Focus
Groups B
1 2 3

x

x

x

x

x

x

x

x

x

x

x

x

x

x

x

x

x

x

Sub-theme

Descriptors

Individual
interviews

Overwhelming
additional roles
and
responsibilities

Family dynamics
changed dramatically
after stroke. The
partners recognised
they had to take over
the pre-stroke roles of
the stroke survivor as
well as maintain their
usual roles. To them
there seemed to be no
alternative. The
partners felt totally
unprepared and
overwhelmed to
manage these
unwanted challenges,
which appeared to
have been ‘thrown’ at
them without
consultation and
without support.

Challenges to
and
preservation of
personal wellbeing

The partners
described challenges
to managing and
maintaining their
social, mental and
physical well-being.
They prioritised the
stroke survivor’s
needs above their
own. Feelings of
guilt were uppermost
in the partners
thoughts particularly
when they set aside
time for themselves.
Acceptance of their
‘new life’ was a way
to preserve their
mental well-being.
In addition, having a
supportive network
of other people (e.g.,
family members,
friends, work
colleagues or
neighbours) helped
the partners manage
and cope with this
new life.
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Educational
resource
content

Sub-theme

Descriptors

Individual
interviews

Health
professionals’
attitudes and
inclusivity

The partners felt that
health professionals’
philosophies of care
often mismatched
with the goals and
needs of their stroke
survivor. In
particular, the
partners perceived
physiotherapists’
attitudes towards goal
setting were strongly
influenced by safety
aspects, with the
consequence of
offering only risk
averse activities
during rehabilitation,
which did not meet
the rehabilitative
needs of the
individual. In
addition, health
professionals
concentrated on the
patient as an
individual and lacked
inclusivity of the
support person in the
decision-making
processes.

x
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Focus Groups
A
1 2 3 4

Focus
Groups B
1 2 3

x

x

x

x

x

x

x

Educational
resource
content

x

Theme 3 Factors support persons use to encourage stroke survivor participation in physical activity
Sub-theme

Descriptors

Individual
interviews

A philosophy
for physical
activity

The partners
understood that
physical activity was
beneficial for their
own personal health
and well-being so
they could support
their stroke
survivor’s needs. For
successful stroke
survivor participation
in physical activity,
the partners
identified that
physical activity
needs to incorporate
a balance of physical,
mental, social and
spiritual well-being.
Activities should
therefore be
meaningful,
enjoyable,
participatory and
socially integrated.

x
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Focus Groups
A
1 2 3 4

Focus
Groups B
1 2 3

x

x

x

x

x

x

x

Educational
resource
content

x

Focus Groups
A
1 2 3 4

Sub-theme

Descriptors

Individual
interviews

Consideration
of the stroke
survivor and
the
environment

The partners
considered the
impact of their stroke
survivor’s
physiological and
psychological
impairments when
encouraging physical
activity. They
worried about
physical safety
particularly when
their stroke survivor
had physical and/or
cognitive
impairments that
prevented them from
making independent
decisions or in being
able to negotiate a
challenging
environment
independently.
Therefore, the built
environment required
careful scrutiny to
ensure it was
accessible and safe
for their stroke
survivor to use.

x

x

x

x

x

External
motivation
and support

The partners
recognised that
participation in
physical activity for
their stroke survivors
was more fruitful if
they provided
external motivation
and encouragement.
They also
acknowledged that
other people (e.g.,
family members and
friends) were also
helpful in
encouraging
participation in
physical activity for
the stroke survivor.

x

x

x

x

x
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Focus
Groups B
1 2 3

Educational
resource
content

x

x

x

x

x

x

x

Appendix 25 Educational resource prototype
See attached file
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Appendix 26 Meta-inferences derived from Strands 1-3 in comparison to current research
Meta-inference one: All levels of the social ecological framework influence access to and participation in physical activity for male stroke survivors
Statements from current literature categorised into each level
of the social ecological framework
Intrapersonal level
Enablers to participation in physical activity:
 Observing change in strength, fitness and function (Banks et
al, 2012; Poltawski et al, 2015; Tornbom et al, 2017)
 self-efficacy
 Positively influences threatened identity (Kitzmuller et
al, 2013; Morris et al, 2014)
 More likely to accept and adapt to new life post stroke
(Damush et al, 2007; Hebblethwaite & Curley, 2015;
Morris et al, 2014; Nicholson et al, 2014; Outermans et
al, 2016; Tornbom et al, 2017)
 Most reliable predictor of physical activity (Jones et al,
2016)
 Acceptance (Sarre et al, 2014)
 Adaptability (Clark & Black, 2005; Hebblethwaite & Curley,
2015)
 Resilience (Sarre et al, 2014)

Systematic review findings
and inferences
People with disabilities appear
resigned to accept it is they
who must adapt to the
environment

PAR stroke survivors findings
and inferences
Stroke survivors accept that the
environment will be disabling
and they accept this. However,
their attitude was changing by
the end of PAR where they
were coming to an
understanding that if the
environment was changed, then
it would be inclusive of all
people.
Stroke survivors need to be
resilient to overcome other
people’s negative attitudes, but
this is not easy.
Stroke survivors’ selfefficacious behaviours and
personal beliefs about physical
activity influence physical
activity participation.

Barriers to participation in physical activity
 Physiological
 Fatigue and decreased energy (Banks et al, 2012;
Damush et al, 2007; Hammel et al, 2006; Nicholson et al,
2014; Outermans et al, 2016; Rimmer et al 2008;
Tornbom et al, 2017)
 Stroke related impairments (Damush et al, 2007;
Ezeugwu et al, 2017; Hammel et al, 2006; Morris et al,
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PAR support persons findings
and inferences

Statements from current literature categorised into each level
of the social ecological framework
2012; Nicholson et al, 2013; Outermans et al, 2016;
Tornbom et al, 2017)
 Pain (Banks et al, 2012; Hammel et al, 2006; Nicholson
et al, 2014; OUtermans et al, 2016)
 Decreased cognition (Ezeugwu et al, 2017; Hammel et
al, 2006)
 Psychological
 Fear of falls, injury or second stroke (Damush et al,
2007; Jackson et al, 2018; Nicholson et al, 2013;
Nicholson et al, 2014; Outermans et al, 2016; Simpson et
al, 2011; Zalewski & Dvorak, 2011)
 Low mood (Damush et al, 2007; Ezeugwu et al, 2017;
Field et al, 2013; Howes et al, 2005; Outermans et al,
2016; Tornbom et al, 2017)
 Self-conscious (Nicholson et al, 2014; Rimmer et al,
2008)
 Embarrassed (Nicholson et al, 2013)
 Poor perception of body image (Howes et al, 2005;
Keppel & Crowe, 2000)
 Low self-esteem (Howes et al, 2005)
 Poor self-efficacy (Jackson et al, 2018; Nicholson et al,
2014; Outermans et al, 2016; Simpson et al, 2011;
Zalewski & Dvorak, 2011)
 Beliefs
 Physical activity will not improve condition or make
condition worse (Ezeugwu et al, 2017; Jackson et al,
2018; Morris et al, 2012; Nicholson et al, 2017;
Outermans et al, 2016; Rimmer et al, 2008)
 Perception that sedentary behaviour is normal post stroke
(Ezeugwu et al, 2017)
 Knowledge
 Do not know how to exercise (Rimmer et al, 2008)
 Masculine identity

Systematic review findings
and inferences
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PAR stroke survivors findings
and inferences

PAR support persons findings
and inferences

Statements from current literature categorised into each level
of the social ecological framework
 Less likely to engage in healthy lifestyles (Courtenay,
2000a; Cortenay, 2000b; Robertson, 2006)
 Less importance on health (Courtenay, 2000a; Cortenay,
2000b; Robertson, 2006; Smith, 2013))
 Don’t care, should care attitude (Robertson, 2006)
 Feel a burden to family members (Green & King, 2009;
Guise et al, 2010; Kitzuller et al, 2013; Kvigne et al,
2014; McKinlay & Widdicombe, 2010)
 Feel inferior in all aspects of their lives post stroke
(Green & King, 2009; Murray & Harrison, 2004)
Interpersonal level

Systematic review findings
and inferences

Family members
 Feel overwhelmed by their increased roles and
responsibilities (Grant et al, 2006; Quinn et al, 2014; Saban &
Hogan, 2012; Zhang & Lee, 2017)
 Feelings of anxiety, vulnerability, loneliness, helplessness
(Backstrom et al, 2010; Ekstam et al, 2015; Grant et al, 2006;
Green & King, 2009; Satink et al, 2018; White et al, 2007;
Yttersberg, 2017; Zhang & Lee, 2017)
 Loss of themselves/identity (Backstrom et al, 2009; Green &
King, 2009; Lou et al, 2017)
 Need time for themselves to cope (Gosman-Hedstrom et al,
2012; Grant et al, 2006; Quinn et al, 2014; Saban & Hogan,
2012; Satink et al, 2018; Yttersberg et al, 2017)
 Emotionally and physically fatigued (Backstrom et al, 2010;
Cao et al, 2010; Grant et al, 2006; Green & King, 2009;
Greenwood & McKenzie, 2009; Saban & Hogan, 2012;
Satink et al, 2018; White et al, 2007; Zhang & Lee, 2017)
 Financial strain (Anderson et al, 2017, Cao et al, 2010; Grant
et al, 2006; Saban & Hogan, 2012; White et al, 2007)
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PAR stroke survivors findings
and inferences

PAR support persons findings
and inferences

Fitness instructors:
 The stroke survivors felt
supported by fitness
instructors because they
were motivating,
welcoming, and friendly
 Stroke survivors perceived
fitness instructors were
knowledgeable about the
sequelae of stroke and were
able to modify their
exercise programmes to
suit their needs

Support persons:
 Felt overwhelmed by
increased roles and
responsibilities
 Recognised they needed
‘timeout’ to cope but felt
guilty in doing so
 Recognised they need to
build resilience to they can
support the stroke survivor
 Understood the importance
of physical activity for
themselves to be strong
enough to provide physical
assistance to their spouse
 Understood the importance
of physical activity for the
stroke survivor because it
facilitated participation in
meaningful and valued
activities (more so than for
secondary prevention of
stroke)

Statements from current literature categorised into each level
of the social ecological framework
 Need to learn to adapt just as the stroke survivor does
(Anderson et al, 2017; Quinn et al, 2014; Saban & Hogan,
2012; Yettersberg et al, 2017; Zhang & Lee, 2017)
 Beliefs about physical activity can have a powerful influence
on stroke survivor physical activity (Hammel et al, 2006;
Nicholson et al 2014; Zalewski & Dvorak, 2011)
 Understand the need to be physically active to care for stroke
survivor (Cao et al, 2010; Lawerence et al, 2010; Satink et al,
2018)
 Worry about safety and can become hypervigilant and overprotective (Anderson et al, 2017; Ekstam et al, 2015; Hammel
et al, 2006; Grant et al, 2006; Gosman-Hedstrom et al, 2012;
Morris et al, 2014; Poltawski et al, 2015; Quinn et al, 2014;
Outermans et al, 2016; Yttersberg et al, 2017)
 Family member support is a key ingredient to increase stroke
survivors self-efficacy (Damush et al, 2007; Hebblethwaite &
Curley, 2015; Morris et al, 2014; Nicholson et al, 2014;
Outermans et al, 2016, Tornbom et al, 2017)

Systematic review findings
and inferences

Physical activity with other stroke survivors
Group exercise for stroke survivors may be beneficial because it
provides:
 Competition, motivation, and social connection which
enhances psychological well-being and may enhance reestablishment of identity (Banks et al, 2012; Morris et al,
2012; Murray & Harrison, 2004; Nicholson et al, 2013; Reed
et al, 2010)

PAR stroke survivors findings
and inferences

PAR support persons findings
and inferences
 Supported stroke survivor
in their physical activity by
developing a programme
independent of health
professionals
 Provided motivation and
encouragement to support
stroke survivor’s physical
activity
 Engaged the support (i.e.,
emotional and practical) of
other family members,
friends, work colleagues
and neighbours to cope and
support stroke survivor’s
physical activity
 Found health professionals
had a different philosophy
to physical activity where
they focused on functional
everyday activities rather
than meaningful
participatory activities
 Successful participation in
physical activity requires a
participatory family
centered approach
Perception that health
professionals:
 Are still working in the
medical model
 Do not value the expertise
of family members

Fitness Instructors attitudes
 Lack knowledge about sequelae of stroke and programme
modification (Morris et al, 2012)
Health professionals attitudes
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Statements from current literature categorised into each level
of the social ecological framework
 Prioritise their own goals above the stroke survivors
(Ezeugwu et al, 2017; Morris et al, 2014)
 Concentrate on impairment and functional activities rather
than participation in meaningful and valued activities (Morris
et al, 2012; Morris et al, 2014)
 Risk averse (Hammel et al, 2006; Morris et al, 2014;
Poltawski et al, 2015; Outermans et al, 2016)

Systematic review findings
and inferences

PAR stroke survivors findings
and inferences

Organisational level

System access domains of
accessibility (i.e., fitness centre
systems and policies):
 Programmes 68%
 Professional behaviour
63%
 Professional training and
support 54%
 Policies 49%








Stroke services inequitable in Canterbury NZ in 2006
Family members lack information from Health Professionals
(Anderson et al, 2017; Eames, 2010; Eames, 2011; Ellis-Hill
et al, 2009; Gosman-Hedstrom, 2012; Green & King, 2009;
Greenwood & McKenzie, 2009; Lou et al, 2017; Quinn et al,
2014; Saban & Hogan, 2012; Satink et al, 2018; White et al,
2007; Witty et al, 2017)
System access barriers at fitness centres:
 Cost of membership (Hammel et al, 2006; Rimmer et al,
2008)
 Lack of information about programmes (Nicholson et al,
2013)
 Lack of suitable programmes (Nicholson et al 2013)
 Do not advertise for people with disabilities (Poltawski et
al, 2015)

313




Fitness centres do not
advertise as being inclusive
of people with disabilities
Health professionals lack
education about behaviour
change
Architects are bound by
organisational budget
constraints

PAR support persons findings
and inferences
 Focus on a ‘literal’
understanding of person
centred care rather than a
collaborative family
centered care approach
 Have their own agenda
when it comes to goal
setting with stroke survivor,
and that this focusses on
impairments rather than
participation in meaningful
activities
 Access to health and
support services perceived
inequitable
 Increased access appears to
be correlated to:
 Older age (>65)
 Increased stroke
severity
 Prior in-depth
knowledge of the
health system
 Health information:
 Lacking or inconsistent
 Not individualised
 Preferred delivery is
written, verbal and
repetitive
 Was sought by the
partners

Statements from current literature categorised into each level
of the social ecological framework
Community level
Environmental barriers include:
 Transport (Damush et al, 2007; Hammel et al, 2006; Jackson
et al, 2018; Nicholson et al, 2013; Nicholson et al, 2014;
Rimmer et al, 2008)
 Natural environment (Ezeugwu et al, 2017; Jackson et al,
2018; Outermans et al, 2016; Tornbom et al, 2017)
 Built environment (Hammel et al, 2006; Nicholson et al 2013;
Outermans et al, 2016)

Systematic review findings
and inferences
 No domain of fitness
centres are 100%
accessible (range 33-68%)
 Bathrooms ranked 14/15
for the accessibility
domains (42.50%
accessible)
 Entrance areas ranked 6/15
(54.69%)
 Parking ranked 4/15
(60.55%)

PAR stroke survivors findings
and inferences
Building professionals (i.e.,
developers and architects) lack
knowledge of disability and
appear to be motivated by
reducing cost of building

Building compliance
legislation is:
 To minimal standards and
lacks inclusivity
 Difficult to enforce
because it is confusing and
ambiguous
 Some accessibility
domains evaluated for
fitness centres are outside
the scope of compliance
legislation



Building professionals (e.g., developers, architects, city planners)
have negative stereotypical attitudes and lack of knowledge of
disability issues (Imrie, 2003; Imrie & Hall, 2001b)
Building owners lack knowledge of accessibility legislation
(Cardinal & Spaziani, 2003; Lyberger & Pastore, 1998; Pike et al,
2008)
Societal policies level
Building compliance legislation is minimal standards, confusing,
ambiguous and not enforced (Green, 2011; Imrie & Hall, 2001a,
2001b; Imrie & Kumar, 1998; McDonald et al, 2015)
Building legislation makers
 Lack knowledge about disability (Imrie & Hall, 2001b)
 Work in medical mindset (Green, 2011; Bromley et al, 2007)
 Focus on non-disabled majority of the population rather than
equitable access for all people (Imrie & Hall, 2001b)

For an inclusive built
environment:
 Equitable access
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Legislation affects
accessibility
NZ building legislation:
 Is at minimal standards
for accessibility
 Does not reflect
equitable inclusive
access
 Is confusing and
ambiguous
Building standard available
in NZ that in some aspects
extends beyond minimal
standards but is not
legislated and therefore not
enforced

PAR support persons findings
and inferences
 Concerned about stroke
survivors safety to
negotiate a challenging
environment independently
 The partners carefully
scrutinised the built
environment to ensure it
was accessible for their
stroke survivor

Statements from current literature categorised into each level
of the social ecological framework

Systematic review findings
and inferences
 Upgrade of building
legislation to reflect
equitable access by using
principles of universal
design
 Collaboration with the
end-user in the design of
legislation

PAR stroke survivors findings
and inferences
 Adopting the principles of
universal design would
enhance equitable access
for all people

PAR support persons findings
and inferences

Meta-inference two: Participatory action research could be a model for facilitating change at each level of the social ecological framework
Statements from prior research



Systematic review
findings and inferences

Participatory action research is a model that facilitates change
(Brdon-Miller et al, 2011; Ivancova, 2015; Kemmis &
McTaggart, 2000; McIntyre, 2008)
PAR balances power between the privileged and nonprivileged (Cresswell & Plano-Clark, 2018; Ivancova, 2015;
McNiff, 2013; Mertens, 2009, 2010)
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PAR stroke survivors reflection
findings and inferences
 Establishing authentic
collaboration is an important first
step towards empowerment
 Factors that enhance collaboration
include:
 Active participation of group
members
 Leadership
 Problem solving to
accommodate each group
members’ personal
impairments
 Factors that challenge
collaboration:
 Cultural diversity
 Communication barriers
 Cognitive impairment
 Group dynamics and
relationships

PAR support persons
findings and inferences
Health professionals need to
adopt a collaborative
inclusive approach with the
stroke survivor and support
person, particularly in goal
setting

Statements from prior research

Systematic review
findings and inferences
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PAR stroke survivors reflection
findings and inferences
 Fundamental elements of
empowerment:
 Collaboration
 Goal setting
 Knowledge construction
 Confidence, self-worth, selfefficacy
 Fundamental elements for change:
 Collaboration
 Empowerment
 Evidence based research
 Education of non-disabled
members of society
 Support of community
 Collective voice of people
with disabilities with the same
message

PAR support persons
findings and inferences

