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Abstract

Dysphagia, or difficulty swallowing, is estimated to affect between 5 and 72% of
people living at home in the community. This figure is expected to increase in the
context of a globally ageing population in which people are living longer with more
complex and chronic health conditions, and healthcare system changes are targeted at
supporting people to remain living at home. Despite the increasing demand for
community-based health care, there remains a significant research gap regarding how
dysphagia is and should be managed in the community by speech-language
pathologists, including what issues clients with dysphagia living at home and their
caregivers experience. Gaining a broader and deeper understanding of the nature of
community-based speech-language pathology (SLP) dysphagia services and practices
may help provide insights into how dysphagia care in the community setting can be

optimised now and into the future.

The thesis aims were to (1) investigate and explore community-based SLP
services and practices provided to adults with dysphagia living at home and (2) explore
the lived experience of dysphagia at home from the perspectives of adults with
dysphagia and their caregivers. These aims were explored using quantitative and

qualitative methods across four research studies.

The first thesis aim was addressed by two studies positioned within an
explanatory sequential mixed methods design to first quantitatively, then qualitatively,
investigate the nature of dysphagia services and practices for people living at home in
the community. The first study (Chapter 2) involved an online survey of practice
conducted with speech-language pathologists (n = 144) working with adults with
dysphagia living at home. Results suggested that SLP dysphagia practices in the
community were similar to dysphagia practices in other settings, which are inherently
biomedical and may not be optimal for community-based clients with dysphagia and
their caregivers. The second study (Chapter 3) sought to elaborate the findings of
Chapter 2 and involved semi-structured interviews with 15 practising speech-language
pathologists. Data were analysed using content analysis and revealed an overarching
theme suggestive that Community commands a different approach, illustrated by three
subthemes that highlighted how and why a different approach to dysphagia care in the

community setting was necessary: (1) Skills and mindset require adaptation in the



community context, (2) Values and approaches are different in the community context,

and (3) Organisational influences impact service delivery in the community context.

The second thesis aim was addressed by two separate research studies that
explored the lived experience of dysphagia at home in the community, first from the
perspectives of 15 clients with dysphagia (Chapter 4) and then of 15 caregivers of
persons with dysphagia (Chapter 5). Using a qualitative descriptive approach grounded
in phenomenology, interviews explored their personal experiences of living with and

managing dysphagia at home.

Client perspectives revealed an overarching theme outlining a Journey of
discovery—Ilearning to live with dysphagia, describing the process of managing
dysphagia at home. This theme comprised three subthemes: (1) The story of dysphagia,
(2) Engaging with support networks, and (3) Limited community awareness of
dysphagia. Clients described living with dysphagia in the context of other health issues
and shared experiences of people in their community not knowing about dysphagia,

from friends and the public to health professionals and the hospitality industry.

Caregiver perspectives revealed an overarching theme of “You do whatever it
takes”, describing the caregiver experience of supporting a family member/friend with
dysphagia at home. This theme was reflected in three subthemes where caregivers
described (1) Being a caregiver, (2) Support networks, and (3) Practicalities of living
with dysphagia. Caregivers voiced a range of pertinent issues experienced when caring
for a family member/friend with dysphagia, including how their personal attributes and

life experiences may influence their approach to caring.

Thesis findings highlight the multifaceted impact dysphagia may have on an
individual and their caregiver when living at home in the community. Apparent in the
findings is that dysphagia is a health condition that has both physical and psychosocial
effects. SLP services must evolve to ensure community-based dysphagia care addresses
both physical and psychosocial needs of clients and, importantly, caregivers through the
delivery of personalised and holistic care. Further, speech-language pathologists must

play a role in raising the profile of dysphagia in our communities.

il



Statement of Originality

This work has not previously been submitted for a degree or diploma in any
university. To the best of my knowledge and belief, the thesis contains no material
previously published or written by another person except where due reference is made

in the thesis itself.

This thesis was professionally copyedited by Pam Firth (The Detail Devil Editing
Services) who copyedited and formatted the manuscript in line with the American
Psychological Association’s Publication Manual (sixth edition). She offered no
guidance beyond these tasks, adhering to the Guidelines for Editing Research Theses
outlined by the Institute of Professional Editors (2019).

Simone Howells

il



Table of Contents

ADSEIFACE cnnneiiiiiiiiiniciteinitecssnnecssstecsssnesssseesssseesssssessssesssssesssssessssssssssssssssssssssassssanssssasssss i
Statement of Originality.......occeveersensensseensenssnnnsnenssnnnsnenssnesssenssnssssesssnssssessssssssssssassnns iii
Table 0f CONLENLS.....coueeneenreieeiinireninitensneseessissnessnessesssesssessessasssnssssssaessssssessassssssssssaess iv
LSt Of FIGUIES ccccevueiircnnrisinnrcnsnnicssnnisssansssssnsssssnssssssssssssssssssssssssssssssssssssssssssssnsssssnsssssnes viii
LISt Of TADIES .ccceneeiiriiiniiiintiiiniininticnntecinnensnticssescsstesssesssssesssssesssssnsssssssssssessssanes ix
LiSt 0f ADDIeviations......ueccieeeiiviiiisieinsinissenissneiissneesssnecssseesssseessssscssssscssssscssssscsssssens X
Publications During Candidature .........eeeeeieennecnsnecsensssensecsssecssessssessseesssessassssscens xi
Acknowledgement of Published Papers in Thesis .....c.cccceeveiccvurccscnnisssencssnrcssnencsenns xiii
ACKNOWICAZEIMENLS ...cuueerriiesirnnricssssnnricssssrncsssssssecsssssresssssssnsssssssssssssssssssssssssssssssssssssses XV
Chapter 1. Overview of the LIterature ..........ccceeeccsssnnecssssnnrecssssnsssssssssssssssssssssssnsss 1
1.1 Community Healthcare Setting............coceviiiiiiiniininiiicccceceece e 1
1.1.1 Australian Healthcare Context ..........cccceeierieniriinieiinieneeieeeesceeee e 2
1.1.2  Principles of Community Care...........cccevveerrieriieniienieeiieeieeiee e ereeseve e 4
1.2 Introduction to DySPhagia .........cccueeiiiiiiiieeiieeiee et 5
1.3 Dysphagia in the Community SEttNg.........ccoeeiiriererienieieeiene e 6
1.4 Dysphagia Across Clinical Populations............ccceecveeviieniieiienieiiieiecieeee e 7
1.4.1 Dysphagia PoSt StrOKE ........ccceeeciiiiiiiiiieiieeiieee ettt 8
1.4.2 Dysphagia in Parkinson’s DIS€aSe .........ccceeeeuvrerireeniieeniieereeeeeeeieee e 10
1.4.3 Dysphagia in AEING......ccc.oeiiiiiiiiieiieeiieeie ettt 11
1.4.4 Dysphagia of latrogenic Aetiology .......cccervuieriieriieiieniieiieeie e 12
1.4.5 Summary of Dysphagia Across Populations............ccceeeveevvencieeniienieenneenne. 13
1.5 Consequences of DySphagia ........c..ccouiieiiiieiiiieiieeieeeee e 13
1.5.1 Consequences of Dysphagia as Described by the International Classification
of Functioning, Disability and Health............c..ccocooiininiiiniiniiee 15
1.6 SLP Management of DySphagia ..........c.ccccueeviiiiiiiiiiniieieciceieece et 18
1.6.1 SLP Dysphagia ASSESSIMENL.......c.ccevuvieeiiiieriiieeniieenieeerieeeeeeeeeeeesveeesveees 18
1.6.2 SLP Dysphagia INtervention ..........c.ccecueveriirieneeiieneenienieneeneeee e 23
1.6.3 Summary of SLP Management of Dysphagia...........cccccceevieniienienieennnne. 27

1.7 Client and Caregiver Experiences of Managing Health Conditions in the
COMMUINILY eeuttiiiiiieeeiiee et e eiteeeeeeeeeeeeeeesteeessseeessseeensseeesseeensseessseeesseeenns 27
1.7.1 Lived Experience of Dysphagia at Home .........c.cccoceeviieiiiniiiniiinieeee 28
1.7.2 Client PEerSPECTIVES ....ccvieieiiiiieeiiieiieeiie ettt ettt ettt e e saae e e 29

iv



1.7.3  ROIE OFf CaAr@@IVETS......ccueeeeiieiieeiiieiieeiie ettt et e sebeebeesaaeesnee e 33

1.7.4 Summary of Client and Caregiver Perspectives.........cccoceeevvreerieencreeennnnn. 37
1.8 SUMIMATY ...ttt ettt 38
1.9 Research Objective and ATMS........ocveeriiiiiieiienie ettt ens 39
1.10 Thesis SIGNIfICANCE ....cc.eeevieririeiieiieeieeeieeteeete e eee et e eebeebeeseaeeaeessseeseessaeens 39
L.11 ThESIS SIUCTUIE ...eoueieiiiiiiieite ettt ettt ettt ettt et et e st eebeesaeeens 40

Chapter 2. Understanding Dysphagia Care in the Community Setting..........cc...... 42
2.1 ADSITACE ... eiieceiieeiee ettt e et e e e e e tae e e ab e e eaaeeebbeeebaeeeraeanns 44
2.2 TNEEOAUCHION. ...ttt ettt et sttt et sttt e b e 44
2.3 MEEROA ... ettt st 48

2 B0 R o 45 103 | o 01 - PSSP 48

232 SUIVEY DESIZN ..ottt e 48

233 PTOCEAUIC......eeiuiiiiiiiiiieieeteete ettt st 49
2.4 RESUILS ..ottt ettt et eas 50

2.4.1 Speech-Language Pathologist Demographics..........cccceeeveeniiierciieenieeennne. 50

2.4.2  CHNICAl SEIVICES....uuiiiiiiiiiieeciieeciee ettt et e et e e e ar e e aee e erae e saree e e 52

2.4.3 Dysphagia Assessment PractiCes .........ccoceevuierieriiienieeiiienieeieeniee e e 55

2.4.4 Dysphagia Management PractiCes ..........ccoecveerierviienieeiieenienieeniie e e 57

2.4.5 Carer and Related Psychosocial Supports.........cccceeeevieeciieecieencieeeieeeee 59
2.5 DISCUSSION ...eeeuerieeerieeiieeeeteeesteeeetaeestteeestaeeasseeessseeaassaeassseeassseessseesssseessseesseeens 60
2.6 Limitations and Future DIr€Ctions ...........cocueveerieeienienienienienieeie e 64
2.7 CONCIUSION ...ttt ettt ettt ettt et e naeenees 65
ACKNOWICAZEIMENES.......viiiiiiieciie et et e e e e e ereeesnaee s 65

Chapter 3. Dysphagia Care for Adults in the Community Setting Commands a

Different Approach: Perspectives of Speech-Language Therapists ......ccccccceevureennee 66
3T ADSIIACE ...ttt ettt sttt sttt b et et 68
3.2 INEFOAUCTION. ..ttt ettt sttt ettt e st esate e e e e 69
3.3 MELNOMAS ... et e e e et e e e rae e nnes 70

3301 PartiCIPANES ..ccueeieiiieiiecieeiie ettt ettt ettt ettt nae e b eene 71
3.3.2 PrOCEAUIE.....couiiiiiiiieecee ettt 73
3.3.3  Data ANALYSIS ..eeecvieeciiieeiieeeciiee ettt e e e e saae e ennee s 73
34 RESUILS ..ttt e et e e et e et e e et e e e st e e e taeeeraeeeabeeentreeenraeeennes 74

3.4.1 Subtheme 1: Skills and Mindset Require Adaptation in the Community



3.4.2 Subtheme 2: Values and Approaches are Different in the Community

3.4.3 Subtheme 3: Organisational Influences Impact Service Delivery in the

ComMUNILY CONEXL ....vieeiieiieiieeiieiie et eete et siee et sate e e ebeebeessaeeneeas 82

3.5 DASCUSSION ...ttt ettt ettt et ettt et st e e st e bt e st e e beesaneenbeeeaee 85
3.6 LIMIEAIONS ...eeiutiiiiiiiieiie ettt ettt sttt e b e st e beesateenbeeeaee 87
3.7 CONCIUSION ...ttt ettt ettt ettt s bt e bt e st e e beesaeeenbeeeaee 87
ACKNOWIEAZEMENLS.......eiiiiiiiiieiie ettt ettt et s eeeas 88
Chapter 4. Client Perspectives on Living With Dysphagia in the Community ...... 89
4.1 ADSETACT ...ttt ettt ettt st enaeenees 91
4.2 TNETOAUCTION ...ttt ettt ettt et et e st e e beesaeeeaeeas 91
4.3 MEROAS ..ottt et e et e e s e e e bt e e e baeenarae s 94
4.3.1  PartiCIPAnTS.....cc.eeevieriieiiieiieeieeiteete et teeteeieesteesbeesaeesaesateesbeessneeseennaaens 94
4.3.2 PrOCEAUTE...c.ueiiiiiiiieieeee ettt ettt s 95
4.3.3  Data ANALYSIS ..ueeeriieeiiieeeiie ettt ettt e e e e e aae e eaee e 99
4.4 RESUILS....eiiiiiieciie ettt ettt e et e e e e e ta e e e tbeeeabeeessaeessaeeenbeeeenreeeenreeas 99
4.4.1 Subtheme 1: The Story of Dysphagia .........ccccoeeuieriiiniiieiieiiieieeeeeee 99
4.4.2 Subtheme 2: Engaging With Support Networks ..........ccceevveriiieniieeneenen. 104
4.4.3 Subtheme 3: Limited Community Awareness of Dysphagia.................... 107
4.5 DISCUSSION ...uvieeitiieeiieeeieeeeteeeeteeeetteeessreeessseeessseeesseeesseeasseeassssessseessseeesnseeennses 110
4.6 Limitations and Future DIr€Ctions ........ccc.eveerierierienienienieenieniesceie e 112
4.7 CONCIUSION ...ttt ettt ettt ettt e et e bt e e et e saeesesaeens 113
ACKNOWIEAZEIMENES.......eiiiciiieciie et e e e e e 113

Chapter S. Living With Dysphagia in the Community: Caregivers “Do Whatever

Tt TAKES” cneerireineninensennsnensnnssnensnesssnsssnscssesssascssessssssssassssssssassssessssssssesssnssssessansssasssne 114
ST ADSITACE ...ttt ettt sttt ettt eae e 116
5.2 TNEFOAUCTION. ..cutiiiiieite et ettt ettt e e sseeeneeas 116
5.3 MELNOMAS ...t e e e e e e et e e e raeesraeens 119

5.3.1  RECTUIMENL ..c.ueniiiniieiieiiieieeie ettt sttt e 119
5.3.2  PartiCIPANTS ..c..eeeeeiieiiiieeiieeeiie et eiee et e et e et e e et ee e eeeaaeesntreeeaeeennnes 120
5.3.3  PrOCEAUIE.....cc.uiiiiiiiieiieee ettt sttt 123
5.3.4  Data ANALYSIS ..coouiiiiieiiieiieeie ettt e 123
54 RESUILS ...ttt sttt 124
5.4.1 Subtheme 1: Being @ CaregiVer........cccueecvieiieeiieniieeieenieeeieesieeereeveeeeveens 124

vi



5.4.2  Subtheme 2: SUPPOrt NEtWOrKS ......ccceeeiieiiiiiieiieeieeieecie e 128

5.4.3 Subtheme 3: Practicalities of Living With Dysphagia..............ccccccuueene.e. 130
5.5 DASCUSSION ...ttt ettt ettt ettt et e et e s ite et e e sateeabeesateenbeesabeenseesnseenseas 133
5.6 Limitations and Future DIireCtions ...........ccccecuereererienienieniieneeiceiesceieeee e 136
5.7 CONCIUSION ..ottt ettt ettt ettt et e st e et e e enee 136
ACKNOWIEAZEIMENES.......viiiiiiieiie et e e e e e e 137
Chapter 6. DiSCUSSION a.cccccrvvuriicsissnrresssssnriessssssecssssssesssssssesssssssssssssssssssssssssssssssssssssass 138
6.1 Conceptual DISCUSSION.......cccuiriiriiiiriiirieeieeteste ettt 143
6.1.1 SLP Dysphagia Practices in the COmMmunity ...........ccceccvereveerieenveeneennnnns 144
6.1.2 Client and Caregiver Perspectives .........cceovveevieriieniienieeieesiee e eneens 148
6.2 Clinical IMPlCAtIONS......c.eiieiieeiiieeiiie et e seae e e e e ereeesaee e e 151
6.2.1 Provision of Comprehensive and Personalised Dysphagia Care .............. 152
6.2.2 Community Advocacy and Health Promotion ...........cccceeevviniinincnnnne. 156
6.3 Limitations and Future DIireCtions ...........ccceecuereerieriienienieeieneeieeee e 158
0.4 CONCIUSION ...ttt et et et e st e et e e e e bt e sseeeneeas 160
REFEIEICES coceuveriiinniiiinniiisniiiinicisnniissnniissstesssstessssnesssnesssssessssnesssssessssssssssssssssssssssssssns 161
APPEIAICES cccnevriirsnricssaricsssressssressssresssssesssnosssssosssssssssssosssssossssssssssssssssssssssssssssssssssssss 191
Appendix 1 Griffith University Human Research Ethics Committee Approval Letter
...................................................................................................................... 192
Appendix 2 Dysphagia in the Community: Survey of Speech-Language Pathologist
PLACHICES ..ottt ettt ettt 193
Appendix 3 Participant (Speech-Language Pathologist) Interview Questions......... 205
Appendix 4 Excerpts of Reflective Journal ...........cccooovviimiiieiiiiiiiiecieeceeeeee 206
Appendix 5 Participant (Client) Interview QUESHIONS.........c.covevverveneenieniieneeniennens 209

Appendix 6 Gold Coast Hospital and Health Service Human Research Ethics
Committee ApProval Letter.......ccccuiiiiiieiiiieiiieeciie e 213
Appendix 7 Participant (Caregiver) Interview QUestions...........ccccveeveuveercreeenneeennne. 216

vii



List of Figures

Figure 1.1. Visual representation of the Australian healthcare landscape. ...................... 3

Figure 1.2. World Health Organization’s International Classification of Functioning,

Disability and HEAIth. ................ccooeueeiuiiiiieiiieieeieeeee ettt ae e e sveeseeeavaens 16
Figure 1.3. Overall thesis StrUCTUIE. .......cceeviieriieeiieiieeie et 41
Figure 6.1. Conceptual model of SLP dysphagia care in the community setting. ....... 152

viii



List of Tables

Table 2.1 Demographic information of partiCipants.................ccueeeeuveeeveeesveeseeeenenenns 51
Table 2.2 Population groups seen by community-based dysphagia services................ 52
Table 2.3 Clinical settings where adults with dysphagia who live at home are seen ... 54
Table 2.4 Assessment practices of speech-language pathologists seeing adults with

Aysphagia Who [ive At BOME. .............ccccuveeeiieeciieeiieeeee et 56
Table 2.5 Frequency of service provision to adults with dysphagia who live at home. 57

Table 2.6 Service delivery models utilized for adults with dysphagia who live at home.

Table 2.7 Members of the multidisciplinary team speech-language pathologists
indicated working with in the management of adults with dysphagia living at home. ... 59
Table 3.1. Purposive variation sampling characteristics ..............ccouueeevoeerveeseenceeannnn. 72

Table 3.1. Visual of overarching theme, subthemes and categories that arose from the

AATA. ..ottt et ettt ettt e b et aees 75
Table 4.1 Participant CRAFACIEVISTICS ..........ccueeeeeeeeieeeecieeesiieeesreeesreeesaeeesaaeesseeesseees 97
Table 5.1 Participant CRAFACIEVISTICS ..........coeueeeeeiieeiieeiese ettt 121

ix



List of Abbreviations

COPD chronic obstructive pulmonary disease

FEES fibreoptic endoscopic evaluation of swallowing

GP general practitioner

ICF International Classification of Functioning, Disability, and Health
MAC My Aged Care

MND motor neurone disease

NDIS National Disability Insurance Scheme

NGO non-government organisation

SLP speech-language pathology

VEFSS videofluoroscopic swallowing study

WHO World Health Organization



Publications During Candidature

Peer-Reviewed Papers

Howells, S., Cornwell, P., Ward, E. C., & Kuipers, P. (2019). Dysphagia care for adults
in the community setting commands a different approach: Perspectives of speech-
language therapists. International Journal of Language and Communication

Disorders, 54(6), 971-981.

Howells, S., Cornwell, P., Ward, E. C., & Kuipers, P. (2019). Understanding dysphagia
care in the community setting. Dysphagia, 34(5), 681-691.

Conference Presentations

Howells, S., Cornwell, P., Ward, E. C., & Kuipers, P. (2019, June). Exploring clinical
practices of speech-language pathologists working with adults with dysphagia in
the community. Paper presented at the Speech Pathology Australia National

Conference, Brisbane, Australia.

Howells, S., Cornwell, P., Ward, E. C., & Kuipers, P. (2018, November). Exploring
dysphagia services & clinician practices in the community setting. Paper
presented at the American Speech and Hearing Association Convention, Boston,

United States.

Howells, S., Cornwell, P., Ward, E. C., Kuipers, P, & Klokman, G. (2016, May).
National survey of clinician practices in the management of people living at home
with dysphagia and their carers. Paper presented at the Speech Pathology

Australia National Conference, Perth, Australia.
Competitions

Griffith University Three Minute Thesis (3MT) (2018). Dysphagia: A tough act to
swallow. Overall Winner and People’s Choice Award Winner.

https://www.youtube.com/watch?v=6hzEqUKI47A

Associated Papers and Resources

In addition to work completed for this thesis, I developed a student learning
experience about dysphagia and texture-modified diets, which challenged students to
create a dysphagia-friendly recipe as part of their Master of Speech Pathology program

coursework. This work was published in November 2018:

X1



Howells, S., Cornwell, P., Austin, H., & Probert, C. (2018). The Dysphagia Kitchen
student learning experience: From classroom to cookbook. Journal of Clinical

Practice in Speech-Language Pathology, 20(3), 150—-154.

This student learning initiative led to the development of a dysphagia-friendly
cookbook, Beyond the Blender: Dysphagia Made Easy. The cookbook is a free
electronic, downloadable resource for people with dysphagia, their families, and health
professionals and can be found at

https://www.griffith.edu.au/__data/assets/pdf file/0012/540012/Beyond-the-Blender-

dysphagia-cookbook.pdf

Xii



Acknowledgement of Published Papers in Thesis

Included in this thesis are published manuscripts, found within Chapters 2 to 5,
which are co-authored with other researchers. My contribution to each co-authored
paper is outlined at the front of the relevant chapter. The bibliographic details for these

papers including all authors, are:

Howells, S., Cornwell, P., Ward, E. C., & Kuipers, P. (2019). Understanding dysphagia
care in the community setting. Dysphagia, 34(5), 681-691.

Permission from the publisher Springer has been provided to enable the post-print

of this manuscript to be included in the thesis.

Howells, S., Cornwell, P., Ward, E. C., & Kuipers, P. (2019). Dysphagia care for adults
in the community setting commands a different approach: Perspectives of speech-

language therapists. International Journal of Language and Communication

Disorders, 54(6), 971-981.

Permission from the publisher Wiley has been provided to enable the post-print of
this manuscript to be included in the thesis, provided the thesis remains under embargo

until September 2020.

Howells, S., Cornwell, P., Ward, E.C., & Kuipers, P. (2020). Client perspectives on
living with dysphagia in the community. International Journal of Speech-

Language Pathology, early online.

Permission from the publisher Taylor and Francis has been provided to enable the
post-print of this manuscript to be included in the thesis, provided the thesis remains

under embargo until June 2021.

Howells, S., Cornwell, P., Ward, E.C. & Kuipers, P. (2020). Living with dysphagia in

the community: caregivers “do whatever it takes”. Dysphagia, early online.

Permission from the publisher Springer has been provided to enable the post-print

of this manuscript to be included in the thesis.

The aforementioned articles have been inserted into this thesis as published with
some exceptions. First, tables and figures have been embedded within the text of the
thesis. Second, all references, formatting, and stylistic conventions have been made to

adhere to the guidelines of the American Psychological Association’s Publication

xiii



Manual (sixth edition) for consistency throughout the thesis. Accordingly, the reference
list is presented at the end of the thesis. Third, Australian English including Australian
spelling conventions are reflected throughout, including terminology such as speech-

language pathologist (rather than speech-language therapist).

Appropriate acknowledgements of those who contributed to the research but did

not qualify as authors are included in each paper.

(Signed)

Candidate: Simone R Howells

10/01/2020

(Countersigned)

Supervisor: Petrea L Cornwell

10/01/2020

(Countersigned)

Supervisor: Elizabeth C Ward

10/01/2020

(Countersigned)

Supervisor: Pim Kuipers

10/01/2020

Xiv



Acknowledgements

They say it takes a village to raise a child, but I believe it takes a village to finish a

PhD!

I began my PhD journey in 2015, and a month later, my precious mum Carol was
diagnosed with terminal cancer. She died eight weeks later. I persevered with my PhD
in those weeks I had left with her because I knew how proud she would be of me when
it was completed. She never doubted my ability to undertake this body of work, even
when I doubted it myself. This one is for you presh, my biggest fan. Thank you for your
unwavering belief in me and for always supporting me to dream big. This first-in-family
university graduate is about to be the family’s first doctor! (But mum will always hold

the original PhD—self-confessed in washing!)

Thank you, too, to my dad Alan and brother Nathan. I know you don’t know a lot
about speech pathology, research, or academia, but you now know all about a condition
called dysphagia. You’ve heard me talk about it for exactly 3 minutes, tuning in to live
streams of me spruiking about it on stage and live radio. Your pride in me with each

achievement makes me feel so chuffed.

To my amazing husband Ben. You have been a great support, never making me
feel bad for taking time out to do work and always being willing to help, from listening
to countless renditions of conference presentations and the 3MT speech to doing vast
amounts of household tasks without question. You are a true prince among men, and

while I’ll be known professionally as Dr. Howells, I’ll always be your Mrs. Robinson.

The other man cheering me on at home was the four-legged kind. Berkeley, our
pup, has been a source of love, patience, and exercise. Always found sleeping next to
me in the study or watching me, albeit looking a tad confused, talking to myself when

checking a sentence made sense. Thank you, my little bear—you deserve a big treat!

For a large part of this PhD journey, my bestie Emma was also doing her PhD.
Now known as Dr. Thomas, we’ve spent many hours chatting all things research. We
made the most of our timing hiring a house at the coast for a writing retreat where she
managed to get four publications accepted in as many days! She’s a true boss babe and
has been a huge source of support, encouragement, and inspiration. Thank you, my

sister from another mister.

XV



Before I enrolled, I spoke to many who had embarked on a PhD journey and the
same advice kept being offered; supervisors can make or break a PhD. I will be forever
grateful to my supervisory team for the support, guidance, and expert navigation they
provided me. They have each shared knowledge and kindness, and I consider myself

truly lucky to have worked with them.

Petrea, we met when I was a speech pathology student, and from an early stage,
you saw something in me that made me feel like I could do great things in our
profession. You took me under your wing as part of the Queensland Branch of Speech
Pathology Australia, and from there we continued to keep in touch through your
affiliation with Griffith. Fast forward to now, and I’ve had the pleasure of working with
you as a colleague, sharing conference experiences (let’s go back to Boston!), and
learning from you as a researcher and supervisor. | admire your ability to think big
while also paying attention to the detail and have thoroughly appreciated your

encouragement and support as a supervisor and a friend.

Liz, from the moment you delivered my first lecture on dysphagia, I fell in love
with this area of practice and you left a lasting impression. Your knowledge of and
passion for dysphagia is something I have always admired, and the way you can take
complex research and make it easily digestible is inspiring. You are a strong supporter
of women in academia, leading by example, and have given me the courage to break
down barriers. You instil in those you work with a desire to always aim higher and
always pushed me to put forward my best work. In doing so, you have made me such a

better researcher, and I’m so grateful you agreed to supervise me.

Pim, you are considered and measured in your views, which is something that |
have valued since we first met. Whether in Brisbane, Geneva, or anywhere in between,
you have always been willing to assist and guide with any aspects of this PhD. Thank
you for helping open my mind to a world outside of speech pathology and for sharing

your expertise and insights so willingly.

Finally, thank you to the amazing participants that contributed to this research.
Speech pathologists across Australia, people living with dysphagia, and their loved ones
so willingly shared their insights and time. It simply would not have been possible to do
this research without them. I look forward to working together to continue to make

dysphagia services for people living at home in the community the best they can be.

Xvi



Chapter 1. Overview of the Literature

Life expectancy is continuing to increase globally (Australian Institute of Health
and Welfare, 2019a), and the world’s population is ageing United Nations Department
of Economic and Social Affairs Population Division, 2015). This is placing a strain on
health systems, prompting a number of changes to the way health care is delivered. The
community healthcare setting in particular is increasingly in demand as people are
choosing to manage health conditions at home rather than in hospital or residential aged

care.

Speech-language pathology (SLP) is the key health profession for disorders of
communication and swallowing. Speech-language pathologists commonly work in the
community setting, supporting people living at home with communication or
swallowing needs. This thesis seeks to understand the specific role for speech-language
pathologists in the community setting regarding swallowing disorders, known as

dysphagia.

Those experiencing dysphagia are typically referred to in the healthcare literature
and within the healthcare system as patients or clients. As this doctoral research is
positioned within the community setting, where people with dysphagia are living at
home rather than in hospitals or related medical settings, the term client is used

throughout.

Chapter 1 provides an overview of the community healthcare setting, with
particular reference to the Australian healthcare system and the core principles of
community-based health care. Dysphagia as a health condition is described, including
prevalence data and common populations that are impacted. Current SLP dysphagia
management practices are presented within the framework of the International
Classification of Functioning, Disability, and Health (ICF; World Health Organization
[WHOY], 2018). Finally, research conducted to date about the client and caregiver

experience of managing dysphagia at home is described.
1.1 Community Healthcare Setting

Increasingly, people around the world are managing health conditions while living
at home in the community setting. This is being driven by several factors. The ageing

population means people are living longer with more complex and chronic conditions



(United Nations Department of Economic and Social Affairs Population Division,
2015), placing a strain on healthcare services to keep up with demand and necessitating
flexible, person-centred care models (Australian Government Department of Health,
2019a). Health service policies are also influencing community-based care by
encouraging early discharge from hospital or “hospital-at-home” services in lieu of
acute admission (Leff, 2005). Additionally, governments are supporting people to
remain at home and out of residential aged care for as long as possible (Australian
Government Department of Health, 2019a; Carrier & Newbury, 2016). Concurrently,
health care has shifted towards person-centred care, person-directed care, and self-
empowerment in healthcare decisions, which are guiding how community-based
healthcare services operate. Despite global commonalities across many of these
healthcare influences, each country’s health system has intrinsic differences. Thus, it is
relevant to take a closer look at the Australian healthcare context and delve deeper into

fundamental principles of community-based health care.
1.1.1 Australian Healthcare Context

The Australian health system is composed of public and private health services
that operate at both a hospital and community level. Individuals may access public
services, private services, or a combination of both. For example, an individual may see
a private healthcare practitioner in the community following a public hospital
admission. Public services are offered on a free or low-cost basis, whereas private
services incur a fee that may be reduced with private health insurance (Australian
Government Department of Health, 2019¢). Health care in Australia is a shared
responsibility between federal, state, and local governments, with each responsible for

different aspects (Australian Government Department of Health, 2019c¢).

“Primary care” broadly describes healthcare services delivered to people who live
in the community and is where most people have their first point of contact with the
health system (Australian Government Department of Health, 2019b). Primary care
services may be public or private and are typically delivered by general practitioners,
community pharmacies, and community health teams comprised of nursing and allied
health professionals such as speech-language pathologists (Australian Government
Department of Health, 2019b). The primary care setting is estimated to reflect 34% of
national health expenditure annually, and expenditure in this sector has increased the

most over the past decade compared to other areas of health spending (Australian



Government Department of Health, 2019b). Figure 1.1 reflects where the primary care

setting sits within the broader Australian health context.
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Figure 1.1. Visual representation of the Australian healthcare landscape.

The Australian healthcare context, particularly within the community setting, has
experienced significant change in the past few years with the introduction of the
National Disability Insurance Scheme (NDIS) (Australian Government, 2016) and My
Aged Care (MAC) (Australian Government Department of Health, 2019d). These
schemes both influence the way healthcare services to people living in the community
are administered and delivered. The NDIS supports people aged < 65 years living with a
permanent and significant disability with funding and access to healthcare services, and
relies on the individual to identify their own goals and determine the kind of support
they require (Australian Government, 2016). MAC is the main entry point for people
aged > 65 years to access aged care services, including home care and residential aged
care (Australian Government Department of Health, 2019d). Like the NDIS, MAC
requires individuals to seek out assistance and identify their own care requirements.
Both schemes are underpinned by community care principles of person centred, person
directed, and self-empowerment in health care. These are designed to give clients choice
and flexibility but are dependent on an individual knowing, understanding, and being
able to articulate their needs. Explanation of these principles is outlined in the following

section.



1.1.2 Principles of Community Care

Certain healthcare principles are particularly pertinent in the community setting.
As illustrated by the underpinning philosophies of the NDIS and MAC initiatives,
person-directed care supports individuals to make their own healthcare decisions and is
a key driver of community-based healthcare services. For person-directed care to occur,
an individual must feel empowered to advocate for their healthcare needs.
Empowerment as defined by the WHO is “a process through which people gain greater
control over decisions and actions affecting their health” (WHO, 1998, p. 6).

Person-centred care is another guiding principle of community health care,
defined as “care that is respectful of and responsive to the preferences, needs and values
of the individual” (Institute of Medicine Committee on Quality of Health Care in
America, 2001, p. 6). Berwick (2009) argued the definition of person-centred care
should go one step further, stating it is “the experience of transparency,
individualisation, recognition, respect, dignity and choice in all matters, without
exception, related to one’s person, circumstances, and relationships in healthcare” (p.
560). These definitions of person-centred care are in stark contrast to the traditional
biomedical model where healthcare decisions are typically made by a health
professional, and the role of the patient is to simply comply (Lines, Lepore, & Wiener,
2015). It is widely reported in the healthcare literature that to truly meet the needs of
clients and caregivers, a holistic approach to care is needed. Person-centred care is the
cornerstone of the provision of holistic care and occurs when the health professional
views the “whole” person and not just the medical condition(s) they may be presenting
with (Lines et al., 2015). The person-centred care philosophy is directly in line with the
principles of the ICF (discussed in Section 1.5.1) and has been associated with increased
adherence to healthcare recommendations, improved health outcomes, and heightened
patient satisfaction (Ekman et al., 2011). It is clear that person-centred health care has

strong utility in the community setting.

Increasingly, community-based healthcare services are being required to provide
person-directed and person-centred care. However, several studies suggest that person-
centred care principles are not routinely embedded in healthcare service delivery, and
that traditional biomedical model approaches still predominate (Berwick, 2009; Ekman

etal., 2011; Lines et al., 2015; Ploeg et al., 2017). This is despite healthcare



professionals believing they are enacting person-centred and person-directed care

principles (Ploeg et al., 2017).

In a climate where demand for healthcare services is increasing, particularly in the
community setting, this thesis focuses on exploring community-based SLP services for
people with a health condition known as dysphagia (discussed in detail in Section 1.2).
Establishing the nature of current SLP dysphagia services and clinician practices will
assist in identifying what is currently being provided, done well, and what more can be
done to develop community-based SLP services for people living with dysphagia at

home and their families.
1.2 Introduction to Dysphagia

Dysphagia is a disorder of, or difficulty with, swallowing (Groher & Puntil-
Sheltman, 2016) and is a recognised health condition by the WHO (2018). Dysphagia
became a key focus of SLP practice in the 1970s (Groher & Puntil-Sheltman, 2016),
emerging as a practice area in Australia in the 1980s (Speech Pathology Australia,
2012). Thus, the field of dysphagia practice and research is relatively young and rapidly
increasing (Leder, Suiter, Agogo, & Cooney, 2016). For example, Leder et al. (2016)
found dysphagia assessment referral rates of geriatric-hospitalised patients had risen by
63% in just seven years from 2007 to 2014. The authors went on to propose that more
dysphagia clinicians are needed through 2060 and beyond due to population ageing
projections (Leder et al., 2016). In light of the growing demand for services, dysphagia

research to inform the quality and sustainability of services is both urgent and timely.

Swallowing is controlled by the brainstem, resulting in rapid, coordinated, and
precise sensory and motor activity that activates structures in the oral cavity, pharynx,
and oesophagus (Ekberg, 2017a). As such, any disruption to the nerves or structures
involved in this process can result in swallow dysfunction, known medically as
dysphagia. Swallowing is generally described as three phases: the oral, pharyngeal, and
oesophageal phase (Groher & Puntil-Sheltman, 2016). The scope of SLP practice in
dysphagia encompasses difficulties in the oral and pharyngeal phases; the oesophageal
phase is typically managed by gastroenterologists (Groher, 2016b). Dysphagia as
managed by speech-language pathologists is therefore clinically characterised by
difficulties in the oral phase (e.g., difficulties chewing or moving food around the
mouth with the tongue), the pharyngeal phase (e.g., difficulties maintaining airway

protection to ensure food enters the stomach and not the airway), or a combination of



both (Groher & Puntil-Sheltman, 2016). Dysphagia severity can range from mild to
severe, depending on factors including disease aetiology (e.g., site of stroke lesion or
extent of surgery) and personal factors (e.g., age and health status). Severity can also
change across time, and dysphagia is typically classified as acute (short term) or chronic
(longer term). Speech-language pathologists may see people with dysphagia in a range
of settings including hospital (acute and rehabilitation), community (including in-
home), and residential aged care settings. As the focus of this thesis is dysphagia in the

community setting, a closer look at dysphagia in this context is provided in Section 1.3.
1.3 Dysphagia in the Community Setting

Several studies have investigated the prevalence of dysphagia within the
community setting, recently summarised in a systematic review by Madhavan, LaGorio,
Crary, Dahl and Carnaby (2016). While dysphagia prevalence ranged from 5% to 72%
in the studies examined, the average prevalence from the six studies deemed highest
scientific quality was found to be 15% (Madhavan et al., 2016). Based on the studies
examined, it was apparent that the majority were conducted with older adults (> 70
years) using a range of methodologies and measures to collect the data, explaining the
significant variation in the findings. The most common methodology used was self-
report survey measures in contrast to using direct swallowing assessment methods.
Reliance on self-report may lead to participants underreporting the presence of
dysphagia, resulting in potentially unreliable study findings. However, it is important to
attempt to understand the magnitude of the issue. As such, insights may be drawn from
settings beyond the community context such as the acute hospital and residential aged

care settings.

In the acute hospital setting, the prevalence of dysphagia has been estimated
between 3% and 25% (Cichero, Heaton, & Bassett, 2009; Patel et al., 2018). However,
within an older inpatient population (> 70 years), the prevalence of dysphagia may be as
high as 55% (Cabré¢ et al., 2010). Those with a diagnosis of stroke, other neurological
aetiologies, and chronic obstructive pulmonary disease (COPD) are most likely to

present with dysphagia in the acute setting (Cichero et al., 2009).

Comparatively, in the residential aged care setting, the prevalence of dysphagia
appears to be higher than the acute setting, estimated to be between 32% and 68% (Lin,
Wu, Chen, Wang, & Chen, 2002; Nogueira & Reis, 2013; Park et al., 2013; Steele,

Greenwood, Ens, Robertson, & Seidman-Carlson, 1997). Risk factors for a diagnosis of



dysphagia in a residential aged care setting include those aged > 75 years, of male
gender, mealtime duration of > 20 minutes, and a history of dementia (Park et al.,
2013). It would therefore appear that the higher prevalence rates compared to both the
acute and community setting appear intrinsically linked to the age and general health of

the residential aged care population.

Supporting people to live well at home in the community, despite advancing age
and the presence of health conditions, is an important feature of primary health care and
indeed community-based health services. Knowing the prevalence of dysphagia in the
hospital, community, and residential aged care settings highlights the important role of
community-based speech-language pathologists in the support of a person with
dysphagia living at home. Appropriately resourced SLP community services for those
with dysphagia may minimise the number of hospital admissions required for dysphagia
and its associated complications (e.g., aspiration pneumonia). Further, optimal
community-based SLP dysphagia services may be able to support people to remain at
home and out of residential aged care, if that is their wish. As dysphagia is an associated
symptom of a range of health conditions commonly experienced by individuals in the
community, a closer look at dysphagia within common clinical populations is provided

in Section 1.4.
1.4 Dysphagia Across Clinical Populations

The act of swallowing is dependent on a series of complex, integrated, and
sequenced sensory and motor movements regulated by the nervous system, meaning
any disruption or damage to this system can cause dysphagia (Groher, 2016b). For this
reason, dysphagia may be present in many different health conditions. As older adults
living in the community are more likely to be living with multiple complex and chronic

conditions, there is heightened potential for many to experience dysphagia symptoms.

Dysphagia in adults can be caused by a multitude of medical and physical
conditions that are classified as either developmental (e.g., as a result of developmental
disability such as cerebral palsy) or acquired (e.g., as a result of neurological conditions
such as stroke). Within acquired dysphagia, difficulties may arise because of structural
changes, such as those associated with head and neck cancer, or be iatrogenic in nature;
that is, they occur as a side effect of treatment, such as medication or radiation therapy
(King, Dunlap, Tennant, & Pitts, 2016; Miarons et al., 2016). Dysphagia can also result
as part of normal ageing in the absence of other health conditions (Ekberg, 2017b).



Acquired dysphagia can also be due to neurological changes such as those that
affect the nervous system (e.g., stroke) and progressive neurological conditions such as
motor neurone disease (MND) or Parkinson’s disease (Groher & Puntil-Sheltman,
2016). Neurological conditions are those that cause damage to any area of the central
and/or peripheral nervous system and include (1) progressive/degenerative diseases
such as Parkinson’s disease, Parkinsonian syndromes such as multiple system atrophy,
and dementia; (2) genetic conditions such as Huntington’s disease and muscular
dystrophy; and (3) conditions affecting blood supply, such as stroke (Crary, 2016a).
Dysphagia is most common in neurological populations (Bhattacharyya, 2014; Bloem et
al., 1990; Cichero et al., 2009; Groher & Puntil-Sheltman, 2016) and can be the first
presenting symptom of a neurological disease (Kumar, 2010). For example, dysphagia

has been found in 82.8% of those with MND (Onesti et al., 2017).

Neurological populations account for a high proportion of speech-language
pathologist caseloads in the acute and rehabilitation setting (Kamal et al., 2012;
Martino, Pron, & Diamant, 2004). No such data currently exist for the community
setting; however, a similar pattern is likely. The focus of this doctoral research was
dysphagia being managed at home due to any aetiology. Based on dysphagia prevalence
figures, it was hypothesised that a significant proportion of the research participants
would be older with dysphagia due to neurological conditions such as stroke and
Parkinson’s disease, general ageing, and iatrogenic dysphagia. For this reason, further

information about these dysphagia subgroups is provided in the following sections.
1.4.1 Dysphagia Post Stroke

Every year, stroke is expected to affect more than 13 million people worldwide
and is the second leading cause of disability after dementia (World Stroke Organization,
2016). The most common type of stroke is ischaemic stroke where blood flow to the
brain is interrupted or blocked (O’Donnell et al., 2010). The other form of stroke is
haemorrhagic stroke, which occurs when an artery bleeds into brain matter (Kase,
Greenberg, Mohr, & Caplan, 2011). Haemorrhagic strokes are estimated to comprise
5% to 10% of all strokes (Kase et al., 2011). Dysphagia following both types of stroke
is common with 51% to 81% of patients developing dysphagia (Daniels et al., 1998;
Mann, Hankey, & Cameron, 1999; Meng, Wang, & Lien, 2000). Dysphagia severity
appears associated with stroke severity (Appelros, Nydevik, & Viitanen, 2003), multiple

strokes (Veis & Logemann, 1985), and strokes that occur in the brainstem (Martino et



al., 2005). Age of the person with dysphagia post stroke is also a contributing factor to
dysphagia symptomatology and prognosis (Martino et al., 2005; Meng et al., 2000).
There is a high pneumonia risk in people with post-stroke dysphagia, particularly those
presenting with aspiration (Martino et al., 2005).

Research data suggest that for the majority of stroke patients, swallowing function
is regained within the first 6 months post (Mann et al., 1999). However, the average
length of hospital stay for someone who has had a stroke is less than a week in most
Western countries (Lynch, Cadilhac, Luker, & Hillier, 2017). This indicates there is a
significant proportion of newly diagnosed people managing dysphagia at home,

necessitating the need for targeted SLP dysphagia services in the community context.

Dysphagia post stroke can also be chronic, with people continuing to live with the
effects for many months and years. For example, Mann et al. (1999) examined the
dysphagia status of 67 stroke patients with various sites of lesion from time of onset and
found 54 participants (80.6%) continued to demonstrate signs of dysphagia 6 months
post on videofluoroscopic swallowing study (VFSS) measures. Further, it is also
possible for people to develop dysphagia many months after a stroke. In a study that
tracked the presence of dysphagia in a post-stroke cohort over a 6-month timeframe,
Smithard and colleagues (1997) found 3% of patients had developed swallowing

problems at 6 months, despite no swallowing problems being detected previously.

Prospective studies in the field of dysphagia post stroke typically follow the
incidence and progression of post-stroke dysphagia for the first 6 months. In
comparison, studies that have examined longer term consequences and the impacts of
dysphagia on client outcomes have been less well studied in the current literature. A
large scale study (n = 567) that followed people post stroke for up to 5 years found the
presence of dysphagia during the acute phase was linked with residential aged care
admission in the longer term (Smithard, Smeeton, & Wolfe, 2007). Such data suggest
that acute dysphagia post stroke may be an important marker of long-term outcomes for
stroke patients and their ability to return home and live within the community. This
highlights the need for targeted and timely community-based SLP dysphagia services,

which may ultimately be able to prevent residential aged care admission.



1.4.2 Dysphagia in Parkinson’s Disease

Another group likely to experience dysphagia at home are those with degenerative
conditions, such as Parkinson’s disease. It is estimated that over 10 million people
worldwide are living with Parkinson’s disease, and incidence increases with age, rising
steeply after age 60 (Parkinson’s Foundation, n.d.). People with Parkinson’s disease
often live at home in the community throughout their disease progression, particularly if

supported by a caregiver or formal in-home care support (Parkinson’s Australia, 2015).

Dysphagia can be one of the earliest symptoms of Parkinson’s disease and, in
contrast to stroke cases, becomes progressively worse as the disease progresses (Kalf,
de Swart, Bloem, & Munneke, 2012; Potulska, Friedman, Krélicki, & Spychala, 2003).
While dysphagia has been reported to affect up to 81% to 95% of people with
Parkinson’s disease over the disease course (Kalf et al., 2012; Michou, Kobylecki, &
Hamdy, 2017; Takizawa, Gemmell, Kenworthy, & Speyer, 2016), it may go undetected
on clinical assessment or be underreported by people with Parkinson’s disease in the
early stages. This highlights the importance of timely evaluation of swallowing abilities

in people with Parkinson’s to prevent or delay difficulties.

Dysphagia in the early stages of Parkinson’s disease is typically mild (Michou et
al., 2017), mostly characterised by pharyngeal residue secondary to difficulties in
clearing food/fluids through the pharynx and oesophagus (Suttrup & Warnecke, 2016).
The presence of food/fluid in the pharynx after the swallow places the person with
Parkinson’s disease at an increased risk of aspiration and may also result in medications
becoming caught in the pharynx, causing lack of absorption or diminished effects of
medication (Suttrup & Warnecke, 2016). This is particularly problematic for people
with Parkinson’s disease who are reliant on medication to manage debilitating
symptoms. In the later stages of the disease, difficulties may be observed in both the
oral and pharyngeal phase, characterised by repetitive tongue pumping movements and
oral residue following the swallow (Suttrup & Warnecke, 2016). Further, many with
Parkinson’s disease experience respiratory and cough impairments that can lead to
aspiration during the swallow (Troche, Schumann, Brandimore, Okun, & Hegland,
2016). In summary, a significant number of people with Parkinson’s disease will be

managing a range of dysphagia symptoms and consequences at home in the community.
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1.4.3 Dysphagia in Ageing

The number of people aged over 60 years has increased dramatically in recent
years and is continuing to increase in most countries globally (United Nations
Department of Economic and Social Affairs Population Division, 2015). Currently, 9%
of the world’s population is aged over 60 years and is projected to grow to 16% by 2050
(United Nations Department of Economic and Social Affairs Population Division,
2015), while the number of people aged over 80 years is expected to triple by 2050
(United Nations Department of Economic and Social Affairs Population Division,
2015). Therefore, a significant proportion of the population is likely to be living with
age-related health conditions, many with a desire to remain at home rather than in
hospital or residential aged care (Australian Government Department of Health, 2019a;

Noémie Roy, Dubé, Després, Freitas, & Légaré, 2018).

As people get older, they may experience age-related changes to the structures
involved in swallowing (Ekberg, 2017b). Indeed, dysphagia has been found to affect
between 27% and 51% of older adults, with dysphagia risk rising as age and care
requirements increase (Carrion et al., 2015; Lin et al., 2002; Serra-Prat et al., 2012).
Major risk factors associated with dysphagia in older populations include previous
disease, physical frailty (Madhavan et al., 2016), multiple comorbidities, low functional
capacity, presence of sarcopenia, malnutrition, and polypharmacy (Ortega, Cabré, &
Clavé, 2014). The onset of dysphagia in ageing is considered insidious and likely to
persist and worsen over time (Ekberg, 2017b). Despite the high prevalence and serious
health impacts of dysphagia in the elderly, it is often underrecognised, undiagnosed, and
poorly managed by medical professionals (Ekberg, Hamdy, Woisard, Wuttge-Hannig,
& Ortega, 2002).

An older person’s swallow may be affected in a range of ways. Sarcopenia, the
medical term for loss of muscle mass, is common in ageing (Wakabayashi, 2014) as is
deterioration in nerve function (Aslam & Vaezi, 2013), both of which can impact the
structures involved in swallowing. An ageing person’s swallow typically presents as
slow (Humbert & Robbins, 2008), meaning the airway may not be well protected and
leaving it susceptible for food or fluid to enter. Taste receptors may also be diminished
in older age (Humbert & Robbins, 2008) further impacting a person’s ability to

effectively masticate and swallow a bolus. It is clear the older population may
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experience a range of dysphagia symptoms, highlighting the need for appropriate

dysphagia care at home in the community.
1.4.4 Dysphagia of Iatrogenic Aetiology

Medical or surgical treatment can also cause dysphagia (King et al., 2016;
Miarons et al., 2016). Iatrogenic dysphagia may be caused by a range of interventions,
including medications, surgical procedures, radiation therapy, thermal burns, and dental
and facial trauma (e.g., jaw fracture) (Groher, 2016c¢). The impact on the swallowing
structure/s, and therefore the dysphagia itself, may be temporary or permanent
dependent on the nature of the injury or intervention (Groher, 2016¢). Therefore,

dysphagia of iatrogenic aetiology may affect a person at any stage of the lifespan.

A key group for whom dysphagia is often a direct result of medical or surgical
intervention is the head and neck cancer population. Treatment of head and neck cancer
may involve surgical removal of the tumour, radiation therapy, or a combination of both
(Crary, 2016b). Treatment side effects directly related to dysphagia may be caused by
both surgical intervention and radiation therapy, and include swelling and numbness of
the structures in the oral cavity and pharynx, xerostomia (dry mouth) due to salivary
gland changes, mucositis (mouth ulcers), changes to taste and smell, and muscle fibrosis
leading to reduced movement of swallowing musculature (Crary, 2016b). Such side
effects may worsen or improve over time, are variable across individuals, and
influenced by a range of factors including location and stage of the cancer and
subsequent treatment as well as the client’s age and general health status (Crary,
2016b). While the 5-year survival rate for head and neck cancer in Australia is quite
high (71%) (Australian Government Cancer Australia, 2019), dysphagia can be a
chronic issue persisting for years following treatment in at least half (50.6%) of patients
and negatively impacting their quality of life (Garcia-Peris et al., 2007). Of concern is
the increasing incidence of head and neck cancer in younger populations (those < 40
years old) (Paderno, Morello, & Piazza, 2018; Schantz & Yu, 2002), creating new
challenges for those involved in the health care of these individuals. Further, the vast
majority of people with dysphagia due to head and neck cancer live at home in the
community and require the support of a range of healthcare professionals to manage the

treatment and post-treatment effects (Taneja, 2013).
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1.4.5 Summary of Dysphagia Across Populations

Based on the literature presented, dysphagia can be caused by a range of health
conditions and may occur in individuals across all stages of the healthcare continuum,
including a significant proportion in the community setting. The onset of dysphagia
symptomatology is highly variable across populations and among individuals, but it is
evident that there is an important role for speech-language pathologists in the
assessment and management of dysphagia across a range of health conditions in the
community. In particular, understanding the reality and implications of dysphagia in the
community setting will be beneficial to meaningfully plan the nature and scope of the

speech-language pathologist role in dysphagia service provision.
1.5 Consequences of Dysphagia

Dysphagia can cause a range of medical, economic, and psychosocial issues for
the person and their family/friends, as well as the healthcare system. Medically,
substances entering the airway rather than travelling to the stomach via the oesophagus
can cause a myriad of respiratory issues including choking and aspiration pneumonia,
which can be fatal (Cabré et al., 2010; Groher & Puntil-Sheltman, 2016; Smith &
Adams, 2012). Difficulty swallowing food and fluid can also lead to dehydration that
can cause mental confusion and, at worst, organ failure (Cabré¢ et al., 2010; Groher &
Puntil-Sheltman, 2016). Dysphagia can also lead to malnutrition causing reduced
energy and compromised immunity that can result in delays to healing and increased

susceptibility to infection (Groher & Puntil-Sheltman, 2016; Smith & Adams, 2012).

Any of the above medical consequences can result in hospital admission and
readmission (Cabré¢ et al., 2014); thus, the economic cost of dysphagia can be
significant. A recent systematic review examined the impact of dysphagia on health
system cost and length of stay in hospital and found the presence of dysphagia added
40.36% to an individual’s healthcare costs (Attrill, White, Murray, Hammond, &
Doeltgen, 2018). These costs were on average USD6,243 higher for those with
dysphagia (Patel et al., 2018). Further, Attrill et al. (2018) concluded that the presence
of dysphagia increased the average hospital length of stay by 3 days. While such
economic data do not exist for the Australian context, the cost to the Australian health
system is likely to be proportionate. Importantly, these data pertain to the hospital
setting and not the overall healthcare system (e.g., medications, general practitioner

[GP] visits, community health care, personalised equipment), which would be
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substantially greater again. While more research is needed to fully understand the
economic impact of dysphagia across the healthcare continuum, the financial costs

attributable to people living at home with dysphagia are likely to be substantial.

Dysphagia can also have significant psychosocial impacts for the person as well
as their caregivers (Pizzorni, 2017; Shune & Namasivayam-MacDonald, 2019). For the
purposes of this thesis, a caregiver is defined as a family member or friend who is not
paid in their caregiver role. A detailed overview of the psychosocial impacts of
dysphagia on clients and caregivers can be found later in this chapter in Section 1.7.
However, in brief, difficulty eating and drinking can result in changes to an individual’s
enjoyment of and satisfaction with food and drink and changes to a family’s way of life
(Davis, 2007), for example, changes to patterns of eating out, socialising, and family
rituals including special occasions, cooking, and shopping (Ekberg et al., 2002;
McQuestion, Fitch, & Howell, 2011; N. Miller, Noble, Jones, & Burn, 2006; Nund,
Ward, et al., 2014a, 2014b). Dysphagia may also cause depression and anxiety.
Verdonschot, Baijens, Serroyen, Leue, and Kremer (2013) examined the incidence of
depression and anxiety in adults with dysphagia living in the community, finding 32.6%
of participants with dysphagia had clinically relevant symptoms of depression, 37% had
clinically relevant symptoms of anxiety, and 21.3% had clinically relevant symptoms of
both. Martino, Beaton, and Diamant (2010) studied patient, caregiver, and clinician
perceptions of dysphagia priority and found the patient group prioritised psychological
issues, particularly among those living with longer term dysphagia (> 3 months)
(Martino et al., 2010). This finding, however, contrasted with the perceptions of both
caregivers and clinicians, who prioritised the medical consequences of dysphagia above
the psychological issues. This particularly highlights that those involved in supporting
someone with dysphagia may not always perceive or prioritise issues the same way
clients do, reinforcing that clients and caregivers may ultimately have different priorities

when it comes to dysphagia care.

Caregivers are central to the support of a person with dysphagia, and the impact
dysphagia may have on them cannot be underestimated. Research about how caregivers
experience dysphagia has mostly been conducted from the caregiver perspective using
questionnaires and interviews, finding a range of emotional and psychosocial impacts.
Specifically, the presence of dysphagia has been found to increase feelings of caregiver

burden (Shune & Namasivayam-MacDonald, 2019) and anxiety (Serel Arslan, Demir,
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& Karaduman, 2017). Other emotional impacts that caregivers of a person with
dysphagia may experience include worry and fear about the person with dysphagia
choking and guilt that they can eat what they choose but their loved one cannot
(Pizzorni, 2017). Caregivers of a person with dysphagia typically take on additional
roles such as preparation of texture-modified meals, which can be cumbersome, time
consuming, and expensive (Davis, 2007; Johansson & Johansson, 2009; McQuestion et
al., 2011; Nund, Ward, et al., 2014a; Ottosson, Laurell, & Olsson, 2013; Patterson,
Rapley, Carding, Wilson, & McColl, 2013). Whether these issues are experienced in
isolation or in combination, it is evident that caregivers of a person with dysphagia may
be negatively impacted. The full extent of issues experienced by caregivers in the
support of person with dysphagia at home can be found in more detail in Section
1.7.3.1. The consequences of dysphagia on an individual can be comprehensively

considered using the WHO ICF (WHO, 2018) described in detail next.

1.5.1 Consequences of Dysphagia as Described by the International Classification

of Functioning, Disability and Health

The totality of the physical, economic, and psychosocial impacts dysphagia can
have on an individual and their caregiver can be considered using the WHO ICF (WHO,
2018) (see Figure 1.2). Based on the biopsychosocial model of health, this
internationally recognised framework allows for description of health and disability by
conceptualising the complex interplay that occurs between an individual’s health
condition and environmental and personal factors (WHO, 2018). The ICF is presented
as two core parts: (1) Functioning and Disability and (2) Contextual Factors. Each part
comprises two components; within Functioning and Disability lies (a) Body Functions
and Structures” and (b) Activities and Participation, while within Contextual Factors are
(a) Environmental Factors and (b) Personal Factors (WHO, 2018). The ICF allows the
three levels of human functioning to be conceptualised: the level of the body or body
part, the whole person, and the person in a social context (WHO, 2002). Disability can

therefore involve dysfunction at one or more of these levels.
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Figure 1.2. World Health Organization’s International Classification of Functioning, Disability
and Health.

From “Towards a common language for functioning, disability and health” by World Health
Organization, 2002 (https://www.who.int/classifications/icf/icfbeginnersguide.pdf?ua=1.).
Copyright (2002) by World Health Organization. Reprinted with permission.

Application of the ICF in dysphagia serves to more holistically describe the
impacts dysphagia may have on an individual and their caregivers. Indeed, people with
dysphagia see their condition as one that transcends a pure physical impairment. People
with dysphagia following head and neck cancer treatment described the experience of
living with dysphagia in terms of the impact on activity limitation, participation
restriction, and environmental influences rather than the physical changes (Nund, Ward,
et al., 2014b). Summarised by Nund, Scarinci, Cartmill and Ward (2015), “Dysphagia is
more than simply a physical difficulty. Rather it represents a complex and multilayered
condition that may impact on a person’s physical, emotional, and social life and carries

significant burden surrounding functioning in everyday activities” (p. 160).

The health condition within the framework may be considered to be dysphagia
itself, the broader health condition causing dysphagia (e.g., stroke or head and neck
cancer), or a health condition caused by the presence of dysphagia (e.g., malnutrition or
aspiration pneumonia). The body structures implicated in dysphagia are the physical
structures involved in eating and drinking including the anatomy of the oral cavity and
pharynx. The body functions involve functions of eating and drinking that may be

impaired such as biting, chewing, and swallowing. Consideration of these core
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components in the ICF allow the physical impacts of dysphagia to be wholly

considered.

Activities and participation related to dysphagia include all activities related to
eating and drinking and an individual’s capacity to participate in such activities. For
example, how a person cuts food or takes it into their mouth is considered an eating
activity and enables them to participate in a mealtime. Consideration of these activities
and participation across a range of settings (e.g., the clinical setting, at home, outside
the home) is critical, as it is likely to vary across contexts (Threats, 2007). Doing so
facilitates consideration of the social aspects of mealtimes, allowing the impacts of

dysphagia to go beyond purely physical limitations.

Environmental factors include social attitudes and the individual’s physical
environment (e.g., architecture and terrain) (WHO, 2002). From a dysphagia
perspective, this may include health services and systems, food (e.g., whether the
appropriate food consistency is available), or attitudes of family and friends about
dysphagia and its requirements. Personal factors are internal to the individual, such as
gender, age, social background, education, experiences, behaviours, and character
(WHO, 2002). Both environmental and personal factors may be considered barriers or
facilitators for the individual. Consideration of the environmental and personal factors

enables physical, economic, and psychosocial impacts of dysphagia to be considered.

The ICF provides a framework for the totality of impacts dysphagia may have on
an individual and their caregiver to be considered and conceptualised. It may also assist
speech-language pathologists to conduct more holistic dysphagia assessment and
management practices by considering all aspects of an individual’s functioning (Nund et
al., 2016; Nund et al., 2014; Threats, 2007). According to Davis (2007), dysphagia
services should provide clients with support for not just the physical and nutritional
aspects, but also the spiritual, emotional, and social. Davis (2007) argued there is a need
for speech-language pathologists to attempt to balance swallowing safety and medical
priorities with quality of life when working with people with dysphagia. Therefore, the
following section describes current SLP dysphagia assessment and management

practices within the context of the ICF.

17



1.6 SLP Management of Dysphagia

While management of communication difficulties has been the domain of speech-
language pathologists since early in the 20th century (Groher & Puntil-Sheltman, 2016),
dysphagia practices are more recent. Historically, the speech-language pathologist role
in acute/medical settings was to assess and treat communication difficulties, with
management of swallowing difficulties not part of SLP scope of practice in Australia
until the 1980s (Speech Pathology Australia, 2012). Today, management of dysphagia
within the acute setting is considered a higher priority than communication difficulties
due to the serious medical consequences dysphagia may cause if left undiagnosed or

poorly managed (McCooey-O’Halloran, Worrall, & Hickson, 2004).

Speech-language pathologists may work with people with dysphagia across a
range of settings, including the hospital, community, and aged care settings (Speech
Pathology Australia, n.d.-b). For individuals with suspected dysphagia, speech-language
pathologists are responsible for the assessment and subsequent development of
treatment options once dysphagia has been confirmed (Groher & Puntil-Sheltman,
2016). Speech-language pathologists work as part of multidisciplinary teams including
medical professionals, nursing staff, dietitians, and occupational therapists (Speech
Pathology Australia, 2012). Knowing the range of medical, economic, and psychosocial
consequences that can impact a person with dysphagia and their caregiver, it is
important to examine the speech-language pathologist’s role in assessing and treating
dysphagia. In the following sections, SLP dysphagia assessment and intervention
practices are described with particular emphasis on the practice within the community
setting. These sections are presented using the ICF domains to holistically consider

what is currently known about SLP dysphagia assessment and intervention practices.
1.6.1 SLP Dysphagia Assessment

The intention of dysphagia assessment is to evaluate factors related to and
associated with swallowing function, and this may take several different forms (Groher,
2016a). Commonly, speech-language pathologists assess clients for swallowing
impairments related to ICF body structure and functions but may also use measures that
examine activity and participation, and environmental and personal factors. SLP
assessment of dysphagia as it relates to each ICF domain is discussed in Sections 1.6.1.1

to 1.6.1.3.
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1.6.1.1 Dysphagia assessment: Body structure and functions

Assessment of the body structures and functions implicated in dysphagia serves to
provide information about swallowing function and the potential cause of the dysphagia
(Logemann, Veis, & Colangelo, 1999). This typically includes obtaining a client history
and conducting a clinical swallowing examination. While variability exists globally
among speech-language pathologists about what constitutes the clinical swallowing
examination, it generally consists of a cranial nerve examination and oral trials of food
and fluids (Martino et al., 2004; Mathers-Schmidt & Kurlinski, 2003; Pettigrew &
O’Toole, 2007; Vogels, Cartwright, & Cocks, 2015). This method of assessment is
considered noninstrumental or “clinical” in nature and allows hypotheses about
impaired body structures and functions to be formed. It is also an extremely common
SLP assessment practice across all clinical settings. In a recent study examining
Australian speech-language pathologist dysphagia practice patterns across acute,
rehabilitation, and community settings, Rumbach, Coombes, and Doeltgen (2018) found
93.51% of their study sample (n = 154) used a clinical swallowing examination as their

main dysphagia assessment tool.

Following clinical assessment, the speech-language pathologist may determine
that instrumental assessment is necessary, which would involve a VFSS and/or
fibreoptic endoscopic evaluation of swallowing (FEES). Instrumental assessments are
conducted to gain a real-time, direct view of the swallowing phases, through either x-
ray (VFSS) or endoscopy (FEES). However, these techniques are not appropriate for all
people with dysphagia. For example, they require the patient to be alert with sufficient
capacity to follow instructions and be appropriately positioned for imaging (Rugiu,
2007). Further, instrumental assessment requires resourcing not available in all
workplaces due to cost, staff training, and infrastructure requirements (Rugiu, 2007). It
is therefore unsurprising that clinical assessment is more commonly utilised than
instrumental measures (Martino et al., 2004; Steele et al., 2007). Indeed, in the only
research study to report on SLP dysphagia assessment methods within the community
setting specifically, 35% of speech-language pathologists reported not having access to
VFSS, and 94% did not have access to FEES (Steele et al., 2007). The paucity of
literature describing community-based SLP dysphagia assessment practices makes firm
conclusions difficult. However, based on the Steele et al. (2007) study, it is

hypothesised that community-based speech-language pathologists are likely to rely on
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clinical swallowing examination techniques in dysphagia assessment with limited use of

instrumental measures.

Both the clinical swallowing examination and instrumental assessment methods
directly explore the underlying anatomical and physiological impairments to the
swallowing mechanism, providing valuable information about the nature of the physical
difficulties and areas where impairment-based intervention may benefit the person with
dysphagia. However, such assessment practices are targeted at the impairment domain
and do not assess the person with dysphagia’s overall functioning in their daily life
(Threats, 2007). Assessment of dysphagia beyond impairment is therefore important,
and tasks or measures related to ICF domains of activity and participation, and

environmental and personal factors must be explored.
1.6.1.2 Dysphagia assessment: Activity and participation

Some of the tasks completed during a clinical swallowing examination may be
broadly classified as falling within the ICF domain of activity as they relate to the
processes involved with eating and drinking, such as bringing the food to the mouth and
drinking from a straw. However, the nature of the clinical swallowing examination is
particularly concerned with efficiency of oral movements, apparent promptness of
swallow reflex, perceived strength, range of laryngeal excursion, and determining the
presence or absence of oral residue (Vogels et al., 2015), all of which are focused on

body structure and functions.

A further limitation of the clinical swallowing examination is that it commonly
occurs in a clinical setting (e.g., hospital or clinic) with food and drink the clinician
supplies rather than what the person with dysphagia would typically consume. The
exception to this would be in the community setting. In the community, the speech-
language pathologist typically sees the client in their own home with foods/meals they
commonly consume. In this way, assessment may be more comparable to the client’s
usual mealtime habits. It could therefore be argued that conducting a mealtime
observation, either in place of or in addition to oral trials in the clinical swallowing
examination, may offer speech-language pathologists better insight into an individual
with dysphagia’s activity and participation restrictions. However, the use of mealtime
observation in dysphagia assessment appears much less common than impairment-

focused practices such as the clinical swallowing examination. In a study of speech-
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language pathologist practices in the UK with people with Parkinson’s disease, it was
found that only 12% of clinicians employed mealtime observation as part of their
dysphagia assessment practices (N. Miller, Deane, Jones, Noble, & Gibb, 2011).
Unfortunately, in the N. Miller et al. (2011) study, data were not presented in a way that
enabled extrapolation of community-based SLP practices specifically, and no other
previous study has reported on community-based SLP assessment practices linked to
activity and participation such as mealtime observation. However, based on these data,
it can be hypothesised that a mealtime observation as part of routine dysphagia practice

in the community may be underutilised.

Exploring how an individual perceives the impact of swallowing difficulty on
their life may provide speech-language pathologists with insights into how dysphagia
may limit a client’s activity and participation. This may be done using a raft of
published tools, such as the SWAL-QOL (McHorney et al., 2002) and the Eating
Assessment Tool (EAT-10) (Belafsky et al., 2008). Such tools seek the client’s
perspective on how their activities and participation may be being impacted because of
swallowing difficulties. However, there are several limitations to this assessment
method. First, there are many tools to choose from, which Rosenbek and Donovan
(2006) argued may be too many. Indeed, Nund et al. (2019) found over 25 different
tools are available to evaluate the impact of dysphagia within the head and neck cancer
population alone. Second, many of the available tools lack appropriate reliability and
validity. Third, most focus on categories related to ICF body structure and functions
and, as Nund et al. (2019) concluded, very few encapsulate activity, participation, and
environmental factors. A final limitation is that the usefulness of these tools is reliant on
how the speech-language pathologist applies them, as it is the speech-language
pathologist who determines when the tool is administered and what information is being
sought. Rather than identifying an individual’s activity and participation limitations to
inform intervention, it would appear these tools are being used clinically as outcome
measurements at the beginning and end of treatment (Rumbach et al., 2018).
Unfortunately, the Rumbach et al. (2018) study did not describe the use of such tools by
community-based speech-language pathologists specifically, with findings reported as a
whole across participants from acute, rehabilitation, and community settings. It would
appear from research to date about SLP dysphagia practices that assessment methods

encompassing activity and participation measures of swallowing ability are scarce
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across all clinical settings. Affirming this, N. Miller et al. (2011) concluded that SLP
dysphagia assessment for people with Parkinson’s disease focused primarily on
impairment-based measures, overlooking activity and participation measures of
swallowing ability, including quality of life measures. This is particularly concerning in
the community setting, where people are living at home and likely wanting and
attempting to engage and participate in all aspects of life. Consequently, there is a need
to further understand how SLP assessment of activity limitation and participation

restriction due to dysphagia is implemented in the community context.
1.6.1.3 Dysphagia assessment: Environmental and personal factors

Many personal factors about a person with dysphagia (e.g., age, gender,
occupation, who the client lives with) may be garnered through conducting a
comprehensive case history. While it appears 97.4% of speech-language pathologists
regularly include a case history as part of their dysphagia assessment (Rumbach et al.,
2018), the contents are highly individual as there is no universal tool for collection of
this information. For example, Vogels et al. (2015) found 100% of speech-language
pathologists reported seeking information about an individual’s medical history during
the clinical swallowing examination, while only approximately 80% sought information
about an individual’s social history. However, similar to other studies reporting on
dysphagia practices, findings in both the Rumbach et al. (2018) and Vogels et al. (2015)
studies were reported from participants across a range of settings including acute,
rehabilitation, residential aged care, and in-home services, making conclusions about
community-based SLP practices impossible to extrapolate. Only the Steele et al. (2007)
study described community-based SLP use of the clinical swallowing examination, with
the assumption a case history assessment was part of such. As described in Section
1.6.1.1, 98% of speech-language pathologists reported using the clinical swallowing
examination as part of dysphagia assessment practices in the community (Steele et al.,
2007). From this literature, two things become apparent: (1) how comprehensively a
speech-language pathologist understands an individual’s personal factors is likely to
come down to the questions they ask, how they build rapport, and over how many
sessions they see the client; and (ii) very little is currently known about community-

based SLP assessment practices pertaining to environmental and personal factors.

Environmental factors may be among the most difficult to assess as part of

dysphagia assessment, with few currently available tools or routine clinical practices
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that directly explore these (Nund et al., 2019). Environmental factors include the person
with dysphagia’s family and friends, who may be instrumental in supporting the person
with dysphagia, particularly at home in the community. Interviewing the person with
dysphagia’s family or friends may be one way to determine the environmental barriers
and enablers for the person with dysphagia. In the Vogels et al. (2015) study,
participants were asked how frequently they interviewed the client’s family/caregiver.
They found this technique was inconsistently used, with less than 50% of the sample
agreeing on how frequently this assessment method was used. Again, this finding
reflects SLP practices from a range of settings and not the community setting
specifically. It is clear that further methods for comprehensive assessment of
environmental factors in dysphagia are needed, as the environment around the client can
create barriers or enablers to living well with dysphagia and must be understood by

speech-language pathologists.

As described throughout Section 1.6.1, the studies conducted to date examining
SLP dysphagia assessment practice patterns have primarily been with clinicians
working in the hospital setting or those working across a range of settings with findings
reported as a whole. However, the average length of hospital stay for an individual in a
public hospital in Australia is just 3 days (Australian Institute of Health and Welfare,
2019c¢), highlighting the importance of providing continuity of health care, including
dysphagia care, in the community setting. While it could be argued that SLP dysphagia
assessment practices in the community may be similar to those in the hospital setting,
the settings are vastly different (e.g., in a hospital versus in someone’s home), this
cannot be assumed, and further exploration is necessary. Further research is needed to
understand how speech-language pathologists, particularly in the community setting, are

assessing all domains of the ICF as part of dysphagia care.
1.6.2 SLP Dysphagia Intervention

The aim of dysphagia intervention is multifaceted. Generally, the intention is to
maximise swallowing safety and efficiency while reducing risks to health and wellbeing
(Speech Pathology Australia, 2012). Such assessment therefore primarily focuses on the
body structure and functions domain of the ICF. However, there is also
acknowledgment that dysphagia intervention plans should meet the individual needs of
each client and also seek to optimise client quality of life (Speech Pathology Australia,

2012). Consideration of ICF domains of activity and participation, and environmental
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and personal factors in SLP practice may identify how someone’s quality of life is being
supported or compromised, and how SLP care can be tailored to the individual. As such,

SLP intervention of dysphagia as it relates to each ICF domain is discussed in Sections

1.6.2.1t0 1.6.2.3.
1.6.2.1 Dysphagia intervention: Body structure and functions

SLP dysphagia intervention within the domain of body structure and functions is
typically addressed through the use of (1) compensatory techniques, which compensate
for the altered swallowing function without changing the underlying swallowing
physiology (e.g., postural strategies or modification of food textures and fluid
viscosity); (2) rehabilitation techniques, which target the underlying impairments in
anatomy and physiology of the swallow (e.g., exercise programs for the swallowing
musculature such as a lingual resistance program); or (3) a combination of both (Speech
Pathology Australia, 2012). Most dysphagia compensatory and rehabilitation techniques
are aimed at the underlying body structure and functions impairment to reduce the risk

of aspiration and maximise nutrition and hydration (Threats, 2007).

Very little is currently known about dysphagia intervention practices in the
community setting. The only study to examine such practices was work by Steele et al.
(2007), but explored a range of other settings, including inpatient and outpatient
hospital and reported limited findings specifically about the community setting.
Similarly, Rumbach et al. (2018) explored SLP dysphagia intervention practices across
a range of settings but reported findings as a whole. The lack of focused investigation
about SLP dysphagia practices within the community setting makes drawing
conclusions difficult. However, in both studies, the use of compensatory techniques
appeared more common than rehabilitation techniques (Rumbach et al., 2018; Steele et
al., 2007). In the Rumbach et al. (2018) study, the overall proportion of service time
spent by speech-language pathologists on active rehabilitation was found to be 10% to
30%, irrespective of the clinical setting in which they worked. In contrast, over two
thirds of speech-language pathologists indicated predominantly utilising compensatory

techniques (Rumbach et al., 2018).

Specific to the community setting, Steele et al. (2007) reported compensatory
techniques of caregiver training and texture modification the most commonly utilised

interventions. Intensity of intervention (e.g., frequency of sessions) appeared highest in
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the acute setting, with Rumbach et al. (2018) reporting that the mean number of
sessions a client would receive was 3.71 sessions per day. This is in contrast to intensity
of sessions reported in the community setting, which Steele et al. (2007) found ranged
from two to five sessions in total. While it is apparent that differences between the
hospital and community settings exist, focused investigation about SLP dysphagia

intervention within the community is needed for a clearer picture to be formed.
1.6.2.2 Dysphagia intervention: Activity and participation

Intervention for dysphagia with the activity and participation domain focuses on
both the preparation of the meal, which may include texture modification, and the
mealtime activity itself, which may occur at or outside of home. As mentioned in
Section 1.6.2.1, texture modification is a commonly used compensatory technique in
dysphagia intervention. Indeed, it was found to be used by 98% of speech-language
pathologists in the Rumbach et al. (2018) study (all settings combined) and 90% of the
speech-language pathologists in the Steele et al. (2007) study (community setting
specifically). Yet literature about sow speech-language pathologists may support clients
and caregivers to do texture modification is scarce, and perhaps unsurprisingly,
information about SLP intervention practices related to activity and participation
domains of the ICF broadly is also lacking. This highlights that the majority of the
research in dysphagia intervention is focused on the physical aspects of dysphagia,

namely, body structure and functions.

Listening to the voices of clients, research by Nund et al. (2014) found survivors
of head and neck cancer would value SLP support for the activity and participation
aspects of dysphagia, specifically on issues of texture modification, meal preparation,
and food choices. Subsequent work by the same research group found caregivers would
also value this practical support (Nund, Ward, et al., 2014a). What is also apparent from
these studies is that such support is not currently widely available for people with
dysphagia and highlights the current practice gap for interventions targeted at the

activity and participation domain.

In a novel intervention for people living at home with dysphagia, Rennie (2013)
developed a group initiative known as the Cook to Swallow Community Kitchen
(C2SCK). The purpose of the C2SCK was for people with dysphagia to meet and

socialise and to learn techniques to prepare texture-modified food and drinks supported
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by a speech-language pathologist. While confined to a small clinical research project (n
=10), the outcomes found that participants most enjoyed socialising with others and
receiving texture-modified tips and ideas (Rennie, 2013). While further research is
needed to develop and rigorously evaluate activity and participation-focused
interventions for people living at home with dysphagia, it is clear clients and caregivers

may benefit from such interventions.
1.6.2.3 Dysphagia intervention: Environmental and personal factors

In the absence of dysphagia assessment that directly explores aspects of
environmental and personal factors, it is perhaps unsurprising that few dysphagia
interventions targeted at this component of the ICF are described in the literature.
Caregiver input is an example of support within an environment. As described in
Section 1.6.2.1, above, Steele et al. (2007) found that in the community setting,
caregiver training was among the most common dysphagia intervention provided by
speech-language pathologists, but information about the nature of this training was not
described in the study. Rumbach et al. (2018) described caregiver involvement in
dysphagia sessions across all settings, through supervision of therapy exercises, and this
was most common in the community setting. Very little has been described about the
frequency or nature of speech-language pathologist engagement with caregivers in other

studies describing SLP dysphagia practice patterns.

Personal factors, determined during the case history interview and in interactions
with the client, may form part of dysphagia intervention. While specific reference to
personal factors is not described within the dysphagia intervention literature, certain
variables are discussed as “dependent” on the client. For example, how often a client
received dysphagia therapy sessions was described as dependent upon the patient’s
“ability to maintain therapy outside of sessions” (Rumbach et al., 2018, p. 223).
Similarly, Steele et al. (2007) found the number of inpatient dysphagia sessions that
were provided were variable and dependent upon perceived patient need. However,
noticeably absent in the findings from both of these studies was information specifically
about the community setting. It appears that certain personal factors are considered as
part of SLP dysphagia intervention, but the depth and breadth of such is likely lacking
due to a lack of robust assessment measures that determine relevant personal factors to

consider as part of intervention.
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1.6.3 Summary of SLP Management of Dysphagia

There is a significant body of work surrounding the assessment and intervention
of dysphagia from an impairment-focused perspective, that is, focused on the body
structure and functions impaired as a result of dysphagia. The majority of this work has
been conducted in the hospital (acute and rehabilitation setting), and very little is
currently known about SLP dysphagia practices within the community setting. Further,
in contrast to the vast amount of research describing impairment-focused practices,
dysphagia assessment and intervention methods encompassing ICF components of
activity and participation, and environmental and personal factors, are lacking. This is
despite the growing body of evidence that supports the need for holistic dysphagia care
that encompasses all aspects of the ICF including activity, participation, and
environmental and personal factors (Nund et al., 2014; Nund et al., 2019; Threats,
2007). The need for dysphagia care in the community setting that encompasses all
aspects of the ICF is particularly important. Core guiding principles of community-
based care, such as person centred, person directed, and self-empowerment in health
care, require care to transcend a biomedical approach, which is inherently focused on
the impairment. However, the extent to which this is occurring in the community setting

is currently unknown.

Understanding how clients and caregivers experience dysphagia at home, in
addition to current community-based SLP dysphagia practices, is essential in
determining how community-based dysphagia services may be optimised. Therefore,
the following section details what is currently known about the client and caregiver
experience of health conditions, including dysphagia, when living at home in the
community.

1.7 Client and Caregiver Experiences of Managing Health Conditions in the
Community

The experience of managing one or several health conditions in the community
can be complex for both the individual and those supporting them. In the largest and
most recent study to examine the experience of managing multiple (defined as more
than one) chronic conditions in the community, Ploeg et al. (2017) interviewed 103
clients, caregivers, and healthcare service providers. The authors found managing
chronic conditions was overwhelming, draining, and complicated for clients, caregivers,

and healthcare service providers alike (Ploeg et al., 2017). They also found a large gap
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existed between the needs of clients and caregivers and the capacity for health services

to meet those needs (Ploeg et al., 2017).

Other key issues identified by clients and caregivers in the Ploeg et al. (2017)
study included challenges they had experienced in engaging with health and support
services. Specifically, they identified not knowing about available community health
and support services options, having difficulty accessing services, including delays in
access, and feeling services were inadequate in meeting their needs. Concerningly,
clients and caregivers in the Ploeg et al. (2017) study felt the community-based
healthcare services they had received were piecemeal and fragmented, with little focus
on the individual and family overall. The Canadian healthcare context where the Ploeg
et al. (2017) study was conducted bears many parallels to that of the Australian context
in terms of combined public and private funding structures. These findings raise
concerns about the way community-based healthcare services may be currently
operating. Establishing what is known about the perspectives of clients and caregivers
in managing dysphagia at home may provide insights about current and desired SLP

service provision.
1.7.1 Lived Experience of Dysphagia at Home

Clients and their caregivers are uniquely positioned to provide insights and
information about the care they receive, or would like to receive, which can ultimately
inform service improvements (Harrison, Walton, & Manias, 2015). Without exploring
the experiences and perspectives of clients and caregivers, it is difficult for health
services and clinicians to be responsive to their needs. When exploring quality of life
issues related to dysphagia, Davis (2007) concluded that health professionals can
address the psychosocial as well as physical aspects of dysphagia by determining
clients’ perspectives of their needs. It is therefore interesting that in the SLP literature,
the experience of dysphagia as lived by clients and caregivers, and particularly of those

living at home in the community setting, has only recently attracted attention.

Various research methodologies have been used to gather information about the
psychosocial and quality of life impacts of dysphagia on both clients and caregivers.
These have included quantitative measures using validated tools such as the SWAL-
QOL (McHorney et al., 2002) and the M. D. Anderson Dysphagia Inventory (Chen et
al., 2001), while qualitative methodologies have typically interviewed people with
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dysphagia and their caregivers. Clinician perspectives about the impact of dysphagia on
clients have also been gathered (e.g., (Davis, 2007; Groher & Puntil-Sheltman, 2016;
Martino et al., 2010).

The majority of research exploring the specific impact of dysphagia on clients and
caregivers has come from the stroke and head and neck cancer populations, and
caregiver issues have received less research attention that those of clients. There is still
much to know about how clients and caregivers experience dysphagia when living at
home in the community. While insights about the psychosocial impact of dysphagia
may be drawn from other clinical settings, such as hospital or residential aged care
contexts (e.g., Ekberg et al., 2002), the needs of people living with dysphagia at home
and their caregivers are considered unique to the community setting. Therefore, the
following sections describe the literature detailing the lived experiences of clients and

caregivers living at home in the community setting in particular.
1.7.2 Client Perspectives

To date, client perspectives on the lived experience of dysphagia at home in the
community have been primarily gathered from population-specific groups (e.g., stroke)
rather than broader populations within the community setting. Only one study examined
the client experience of dysphagia from the perspective of people living in the
community with dysphagia due to a range of health conditions (Seshadri, Sellers, &
Kearney, 2018). The remaining literature base reflects single-population perspectives,
predominantly from those who have experienced a neurological condition (e.g., stroke,
neurodegenerative) or those treated for head and neck cancer. Appraisal of the literature
detailing a client’s lived experience of dysphagia is outlined in Section 1.7.2.1.
Specifically, literature summaries of the heterogeneous clinical population, as well as

progressive neurological, stroke, and head and neck cancer populations, are provided.
1.7.2.1 Client perspectives in heterogeneous clinical populations

The only study to examine the client experience of dysphagia from a range of
health conditions was conducted recently by Seshadri et al. (2018). The authors
interviewed 20 people aged > 65 years with dysphagia due to conditions including
stroke (n = 8), neurodegenerative disease not specified (n = 2), respiratory disease not
specified (n = 1), cancer not specified (n = 3), and other not specified (n = 6). Interview

data were analysed using an interpretive descriptive approach, with four themes
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described. These were (1) Choosing between eating or breathing is frightening, (2)
Hiding dysphagia symptoms from the public eye is important to preserve self-identity,
(3) Following the diet feels like life is “falling apart”, and (4) Adhering to a texture-
modified diet is not an “all or none” phenomenon. Overall, the authors found that
dysphagia and texture-modified diets impacted various aspects of the participant’s
psychosocial wellbeing. This included negative impacts on their social lives, identities,

and feelings about the future (Seshadri et al., 2018).

While providing valuable information about how dysphagia may impact an older
adult in the community, limitations to this work are evident. The lack of specificity
provided about the health conditions experienced by participants in the Seshadri et al.
(2018) study makes drawing comparisons with other single-population studies difficult
(e.g., it is unclear what type of cancer the participants in this study were living with or
what “other not specified” included). Further, it appeared participants in this study
focused narrowly on their experiences and feelings about requiring a texture-modified
diet and not the broader experience of managing dysphagia when living at home. The
interview guide provided by the authors appeared to directly probe issues related to

texture-modified diets and accordingly may have influenced the findings.
1.7.2.2 Client perspectives in progressive conditions

Progressive conditions are those that worsen over time and include those that are
neurological in nature (e.g., Parkinson’s disease, MND, dementia) or general ageing.
Information about the lived experience of dysphagia in progressive conditions is scarce,

with only two published studies and one conference presentation to date.

Within the one Parkinson’s disease study, N. Miller et al. (2006) interviewed 37
people with Parkinson’s disease and their caregivers about their experiences of
dysphagia and found similar themes to those found in the head and neck literature. The
two main themes identified were (1) Physical changes to swallowing and (2)
Psychosocial impacts (N. Miller et al., 2006). Of note were the subthemes related to the
psychosocial impact of dysphagia including altered eating habits (such as loss of
mealtime enjoyment and disrupted family mealtime practices), feelings of stigma, the
need for social adjustment (such as strategies to enable eating out), and caregiver issues
(N. Miller et al., 2006). Regarding caregiver issues, this study reported that the

participants with Parkinson’s disease expressed recurrent concerns about the impact the
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disease and associated dysphagia had on caregivers, such as demands on meal

preparation and organisation (N. Miller et al., 2006).

Lisiecka, Kelly, and Jackson (2019) interviewed 10 people with MND using
multiple modalities (face-to-face, email, and written) to accommodate for
communication difficulties. Participants described changes to their mealtime routines,
as well as withdrawing from social interactions involving food due to fear of choking or
reduced stamina (Lisiecka et al., 2019) In contrast to previously reported findings in
both the head and neck and stroke literature, participants with MND in the Lisiecka et
al. (2019) study described their dysphagia experiences differently. They shared that
once the dysphagia was under control, it felt like a lower priority than other symptoms,
and for most, dysphagia was not perceived as a constant issue whereas communication
difficulties were a bigger concern. The authors concluded that while their initial aim had
been to explore data directly related to the dysphagia, participants’ experiences of
dysphagia were inseparable from their broader experiences of the disease, and the cause

of the dysphagia (MND itself) was participants’ biggest concern (Lisiecka et al., 2019).

Barrett, Walshe, and Carey (2015) presented findings from interviews with six
people with multiple sclerosis at a conference, limiting the depth of research
information available from this study. Emergent themes described an adjustment,
whereby participants compensated for and adapted to life with dysphagia and reaching
an acceptance of dysphagia due to MS. Conclusions in this study suggest that, similar to

the Lisiecka et al. (2019) study, dysphagia and the disease are inseparable.
1.7.2.3 Client perspectives following stroke

Carlsson, Ehrenberg, and Ehnfors (2004) explored experiences of “long-term”
eating difficulties (between 1.5 and 2 years after a client’s last stroke) in Sweden
through interviews and mealtime observations. While some themes resonated with those
found in the head and neck cancer literature such as feelings of loss (of eating ability
and eating out), a new finding was client feelings of abandonment by staff overseeing
their dysphagia (Carlsson et al., 2004). However, as the study’s sample size was very
small (n = 3), this finding should be interpreted cautiously (Carlsson et al., 2004).
Building on what is known about people living at home with dysphagia post stroke,
Martino and colleagues (2010) interviewed people with acute (< 35 days post-dysphagia

onset, n = 3) and chronic dysphagia (> 9 months to 7 years post-dysphagia onset, n =
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5) about perceived psychological issues to compare and contrast differences. While the
participants with chronic dysphagia’s living arrangements were not reported in the
study, it is assumed they were living at home in the community, as the setting in which
they were interviewed was an outpatient dysphagia clinic. After analysis using
grounded theory, the authors found a main theme that people with acute versus chronic
dysphagia differed “on how they perceived and prioritised major psychological
dimensions” (p. 28). Specifically, the participants with chronic dysphagia reported they
had acquired a range of adaptive strategies for managing their dysphagia but had much
greater feelings of depression, frustration, and embarrassment than those with acute
dysphagia (Martino et al., 2010). While the sample size of each cohort in this study was
also relatively small, these findings highlight that the needs of people with dysphagia

post stroke are likely to change over time.

Medin, Larson, von Arbin, Wredling, and Tham (2010) found caregivers, spouses,
or significant others had an important role in facilitating positive eating interactions for
the person with dysphagia such as preparing or cutting up meals. This support resulted
in the person with dysphagia feeling understood, and they appreciated the help from
loved ones (Medin et al., 2010). Similarly, Moloney and Walshe (2018) described
family and friends assisting in everyday tasks and contributing to the rehabilitation
process. However, in contrast to the findings of Medin et al. (2010), this support led to
the person with dysphagia feeling dependent, guilty, and remorseful. Such findings are
important for health professionals to consider when working with clients with dysphagia

and their support networks in the community.
1.7.2.4 Client perspectives in head and neck cancer

Several central themes related to how dysphagia impacts an individual during and
after head and neck cancer treatment have been reported across four key works.
Physical changes were reported as a key theme across each study, and were very
specific to head and neck cancer treatment (e.g., changes to chewing ability and taste as
a result of chemoradiation) (Larsson, Hedelin, & Athlin, 2003; McQuestion et al., 2011;
Nund, Ward, et al., 2014b; Ottosson et al., 2013). However, the emphasis on the
psychosocial aspects of dysphagia was also significant in each of the studies. Many of
the issues described pertained to lifestyle changes such as a reduction in social outings,
changes to family mealtime routines, and emotional responses such as feelings of fear,

loss, frustration, and embarrassment (Larsson et al., 2003; McQuestion et al., 2011;
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Nund, Ward, et al., 2014b; Ottosson et al., 2013). Participants in all studies described
the value of support networks. In both the Larsson et al. (2003) and Nund, Ward, et al.
(2014b) studies, participants described feeling strength and support coming “from
outside”, particularly from family and friends, while participants in the Ottosson et al.

(2013) study described such support as integral to their journey.

The studies by Ottosson et al. (2013) and Nund, Ward, et al. (2014b) also
highlighted the lack of understanding among the community about dysphagia, making it
difficult for people with dysphagia to eat in the company of friends or at restaurants due
to the limited food options available. All of the studies described the concept of finding
a “new normal” for the person with dysphagia, whether explicitly or implied (Larsson et
al., 2003; McQuestion et al., 2011; Nund, Ward, et al., 2014b; Ottosson et al., 2013).
Concepts of hope and survival also came through in two of the studies (Larsson et al.,
2003; Ottosson et al., 2013). While it is clear from the research, presented above, in
other dysphagia groups, there are some similarities in the findings. However, the
transferability of these findings beyond the head and neck cancer population to people
with dysphagia due to other aetiologies must be done with caution due to the inherent
nature of head and neck cancer. For example, surviving or curing the cancer is a
cornerstone of the disease, whereas survival and curative treatment is not currently a

possibility for someone living with a progressive condition.

In sum, while some insights into the lived experience of dysphagia across
neurological (stroke and progressive neurological) and structural (head and neck cancer)
populations are evident from this small body of work, many other population groups
associated with dysphagia have not yet been explored. While similarities in lived
experiences may exist among the various population-based perspectives of those with
dysphagia, it would be inappropriate to assume that their lived experiences would be
comparable as each disease underlying the dysphagia is inherently different. Further
research encompassing a range of health conditions in the community is crucial for a
more in-depth understanding of the experiences of clients living with dysphagia at home

to inform SLP service provision.
1.7.3 Role of Caregivers

Informal caregivers play a critical role in the support of a person with a health

condition at home, assisting with a raft of duties that may include physical care, meal
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preparation, housework, transportation, and attending healthcare appointments (Ploeg et
al., 2017). Informal caregivers are unpaid and are most often the partner of the person
with the health condition but may also be a parent, child, or friend (Australian Bureau of
Statistics, 2016). The literature delineates primary caregivers and “other” caregivers,
with primary caregivers being the main provider of care. Typically, primary caregivers
reside in the same house as the person with the health condition, and many also have
their own health issues or disability (Australian Bureau of Statistics, 2016). In 2015,
over 2.7 million Australians identified as a carer (Australian Bureau of Statistics, 2016),
highlighting the significant number of indirect recipients of health care with whom

health professionals including speech-language pathologists may interact.

The time and resources needed for caring responsibilities can impact caregivers in
a number of ways including their social wellbeing and capacity to work in paid
employment (Australian Bureau of Statistics, 2016). Caregivers have also been found to
be at a significantly greater risk of having mental health issues such as depression

compared to the general population (Edwards & Higgins, 2009).

Insights about the caregiver experience of supporting a person with dysphagia at
home may be drawn from the broader literature detailing caregiver experiences of other
health conditions. For example, in a study of caregivers of stroke survivors, it was found
caregivers’ biggest needs were information and support, including training for their
caring role as they felt ill prepared (Cecil et al., 2011). The authors concluded that it
was important for health professionals supporting caregivers to establish what roles
caregivers want and expect to do for the care recipient (Cecil et al., 2011). Caregiver
coping strategies such as remaining positive, adapting to change, and drawing upon
support networks have been described in the literature, reportedly discovered by
caregivers after feeling uncertain about their future and their role as caregivers
(O’Connell & Baker, 2004). It was determined that characteristics of stroke caregivers
least likely to burn out were those with high levels of self-efficacy, satisfied with their
social supports, and in good physical health themselves (van den Heuvel, de Witte,
Schure, Sanderman, & Meyboom-de Jong, 2001). Clear within the stroke caregiving
literature were recommendations for health professionals to better understand the

experience of caregivers and to support them with information and practical strategies.

While much more work is needed to understand the impact of dysphagia on

caregivers, a growing body of literature highlights the significant burden that may be
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experienced by caregivers of people with dysphagia (Namasivayam-MacDonald &
Shune, 2018; Shune & Namasivayam-MacDonald, 2019). Shune and Namasivayam-
MacDonald (2019) found spousal caregivers were significantly more likely to
experience emotional burden than caregivers of spouses without dysphagia. Of those
who identified feeling emotional burden, 70% rated this burden moderate to severe. The
authors concluded the importance of the health and wellbeing of the client and caregiver
dyad (Shune & Namasivayam-MacDonald, 2019). Recent theories affirm that
caregivers and those living with a health condition manage the health condition together
and suggest the physical health and quality of life of both clients and caregivers are
interdependent (Lyons & Lee, 2018). It is therefore unsurprising that caregivers may
also experience impacts to their own quality of life as a result of dysphagia (Davis,
2007; Ekberg et al., 2002; N. Miller et al., 2006; Nund, Ward, et al., 2014b; Patterson et
al., 2013).

1.7.3.1 Caregiver perspectives

While a range of studies have explored caregiver perspectives of supporting a
person with a disease that may be associated with dysphagia, very few have directly
explored the impact of dysphagia. A total of seven published studies have qualitatively
explored caregiver perspectives of supporting an adult with dysphagia at home. These
include a study in the Parkinson’s disease literature (N. Miller et al., 2006), one in
populations unspecified (Johansson & Johansson, 2009), and five in the head and neck
cancer literature (Mayre-Chilton, Talwar, & Goff, 2011; Nund, Ward, et al., 2014a;
Penner, McClement, Lobchuk, & Daeninck, 2012; Roéing, Hirsch, & Holmstrom, 2008;
Wilson, Carding, & Patterson, 2011). This is half the number of studies that have
focused on the client perspective of dysphagia at home. Therefore, in contrast to the
descriptions in Section 1.7.2, the caregiver findings are reported in this section as a

whole rather than by health condition.

Studies about the lived experience of dysphagia from the caregiver perspective
have used similar methodologies, typically involving interviews and thematic analysis
to explore themes that caregivers shared. Across several studies, caregivers discussed
adapting to dysphagia and finding a “new normal” (Johansson & Johansson, 2009;
Mayre-Chilton et al., 2011; Nund, Ward, et al., 2014a; Ottosson et al., 2013; Patterson
et al., 2013; Penner et al., 2012). Changes to the relationship with the person with
dysphagia were described by caregivers in both the Nund, Ward, et al. (2014a) and
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Patterson et al. (2013) studies, which were a combination of positive changes (i.e.,
feeling closer by facing challenges as a couple) and negative changes (i.e., relationship
strain). Caregivers also reported a new range of responsibilities that changed their way
of life because of dysphagia (Johansson & Johansson, 2009; N. Miller et al., 2006;
Nund, Ward, et al., 2014a; Patterson et al., 2013).

Caregivers have described having the primary responsibility for preparing several
meals daily for the person with dysphagia, which was a longer and more difficult
process than prior to the dysphagia diagnosis (Johansson & Johansson, 2009; N. Miller
et al., 2006; Nund, Ward, et al., 2014a; Patterson et al., 2013). Carrying the
responsibility for what the person with dysphagia consumed caused caregivers
frustration as finding foods the person with dysphagia could safely eat, or making
modified foods appetising, was challenging (Nund, Ward, et al., 2014a; Patterson et al.,
2013). Caregivers felt socialising and eating out was problematic as restaurants or
family and friends did not know how to cater for the person with dysphagia (Nund,
Ward, et al., 2014a). Some caregivers reported eating less of their favourite foods in
case this upset the person with dysphagia who was unable to eat the same food, which
could lead to the person with dysphagia and their caregiver no longer eating together
(Johansson & Johansson, 2009; N. Miller et al., 2006; Nund, Ward, et al., 2014a;
Patterson et al., 2013; Penner et al., 2012). Over half of caregivers in the Nund, Ward, et
al. (2014a) study reported feeling poorly prepared to manage their partner’s dysphagia
and the associated modifications to meals and social routines. They described that
support for caregivers seemed to disappear once hospital treatment for head and neck
cancer was ceased and that this made them feel isolated, fearful, and frustrated (Nund,

Ward, et al., 2014a).

Based on these findings, it is clear that caregivers are integral in the support of a
person with dysphagia. But to what extent caregivers are being engaged with and
supported by community SLP dysphagia services is yet to be understood. It is therefore
appropriate that caregivers of people with dysphagia living at home are a key focus of
this doctoral research, with the aim of optimally supporting their needs alongside those

of clients.
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1.7.4 Summary of Client and Caregiver Perspectives

It is clear from the studies described that clients with dysphagia living at home
and their caregivers may experience significant impacts as a result of dysphagia. These
impacts clearly transcend a pure physical swallowing impairment, with the literature
highlighting a range of psychosocial impacts that must be acknowledged and supported

by healthcare professionals.

From the caregiver perspective, similarities in the lived experience are apparent,
irrespective of the health condition underlying the dysphagia. In contrast, some aspects
of the client lived experience appear intrinsically tied to the health condition that caused
dysphagia and therefore differ across population groups. For example, concepts of hope
and survival were common in the head and neck cancer literature, whereas focusing on
the health condition itself appeared paramount for those managing a progressive
neurological condition. Common across health conditions was the client’s journey of
finding a “new normal” and emotional responses to managing dysphagia, such as loss

and embarrassment.

Obvious limitations are that the literature to date has focused predominantly on
the neurological and head and neck cancer populations, and that the caregiver voice has
only begun to be articulated. This highlights there is much more to know about how the
broader population living at home and their caregivers may experience dysphagia in the
community. By focusing on single populations, transferability of research findings to
other populations may be limited. For example, head and neck cancer research has
predominantly gathered the insights of participants who are younger, working (or
planning to return to work), and not managing multiple comorbidities. This is not likely
representative of the broader populations managing dysphagia at home in the
community. It would be amiss to assume that the issues experienced by clients and
caregivers of one population group are transferable to the range of population groups
managing dysphagia at home in the community. Hence, a broader view of the general
community-based population is necessary to more fully understand the issues that may
be experienced. Such information will help to inform SLP dysphagia services about
how the needs of clients and caregivers living at home in the community can be

optimally supported.
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1.8 Summary

Dysphagia is a life-changing condition that can impact an individual and their
family in a range of ways, including medically, financially, and psychosocially. Adults
with dysphagia often experience a complex sequela that begins as difficulty eating and
drinking, placing them at increased risk of adverse medical issues and results in changes
to social interactions that can lead to depression and anxiety (Ekberg et al., 2002;

Martino et al., 2010; Takizawa et al., 2016).

Dysphagia practices and service models in the hospital setting are well
established; however, the community context has received a distinct lack of research
about SLP dysphagia services and practices despite current and projected growth.
Literature outlined in Section 1.3 indicates that a significant proportion of people in the
community may experience dysphagia, and data confirm this is an important and
growing context globally. Based on the findings of Steele et al. (2007), a quarter of
speech-language pathologists were estimated to be working in this context over a
decade ago; it is proposed that this number would have only risen since. For these
reasons, this doctoral research focuses on dysphagia in the community setting in

particular.

It is clear from literature presented in Section 1.6 that significant gaps exist
surrounding holistic dysphagia management, with current SLP assessment and
intervention practices predominantly focused on the impairment level despite increasing
emphasis on the importance of holistic health care. Further, what is known about SLP
dysphagia practices has come from literature across a range of settings combined (e.g.,
acute, rehabilitation, and community), so while parallels may be drawn, focused
investigation of the community setting in particular is needed. To wholly understand the
client and caregiver experience of managing dysphagia at home, an important first step

is to examine current community-based SLP dysphagia practices in Australia.

From the research detailing the lived experience of clients with dysphagia and
their caregivers living at home in the community, a range of psychosocial impacts on
both clients and caregivers are apparent. However, gaps remain about how the broader
community-based population, including caregivers, may experience dysphagia at home,

particularly when managing multiple complex and chronic health conditions.
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Through exploring current SLP dysphagia services and practices in the
community and gaining a deeper understanding of the experiences of adults with
dysphagia living at home and their caregivers, community-based care for people with
dysphagia and their caregivers can be enhanced. Community-focused research is
particularly pertinent given increasing demands for community-based health care, which
are expected to be ongoing due to a globally ageing population and government drives

to support people to manage their health conditions at home in the community.
1.9 Research Objective and Aims

The objective of this research was to gain a deeper understanding of community
dysphagia services and the lived experience of people with dysphagia and their
caregivers in the community. Drawing upon perspectives and experiences of speech-
language pathologists, people with dysphagia, and their caregivers, through a
combination of both quantitative and qualitative methodologies, the intent was that this
thesis research would provide insights into how dysphagia care in the community

setting can be enhanced. Specifically, the aims of this research were as follows:

Aim 1: Investigate and explore community-based SLP services and practices

provided to adults with dysphagia living at home.

Aim 2: Explore the lived experience of dysphagia at home from the perspectives

of adults with dysphagia and their caregivers.
1.10 Thesis Significance

It is anticipated that the results of this research will provide the first focused
investigation into the nature of community-based dysphagia SLP services and practices
and will deepen current knowledge about the lived experience of dysphagia for clients
and caregivers living at home. The findings will offer insights into how community care
for people with dysphagia and their caregivers is currently provided, including how core
community principles of person centred, person directed, and self-empowerment in
health care are currently enacted. Further, the findings may identify potential SLP
service delivery gaps and opportunities for optimisation for this increasing practice area
and context. Once ascertained, innovative and holistic SLP service delivery models that

encompass all aspects of the ICF can be developed for both clients and caregivers.
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1.11 Thesis Structure

This thesis contains six chapters: the “Overview of the Literature” (Chapter 1),
four distinct research study chapters (Chapters 2 to 5), and “Discussion” (Chapter 6).
Figure 1.3 depicts the structure of the thesis. Chapters 2 to 5 are formatted manuscripts
to meet the requirements of the peer-reviewed academic journals they have been
published in. The thesis was prepared in accordance with the Griffith University policy.
Accordingly, there may be some repetition among the results chapters, including in the
background literature review contained in each manuscript and in descriptions of

participant recruitment and methodology.
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Chapter 1

Overview of the Literature

Chapters 2to 5
Thesis by publication

Study 1
Study 2
Study 3
Study 4

Studies 1 and 2

SLP services and practices for adults with
dysphagia living at home in Australia

Chapter 6

Discussion

Studies 3 and 4

Experiences of people with dysphagia
living at home in Australia and their
caregivers

Figure 1.3. Overall thesis structure.
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Chapter 2.

Understanding Dysphagia Care in the Community Setting

The literature review contained in Chapter 1 highlighted the paucity of research
that exists about SLP services and practices for adults with dysphagia living at home in
the community. To date, descriptions of community-based SLP dysphagia services and
practices have not been the primary focus of published research, with findings reported
as a whole, that is, across a range of practice contexts including acute and rehabilitation.
Considering the increasing global demand for community-based and in-home care,

focused investigation of the community context is warranted.

The first study in this thesis used quantitative, survey-based methodology
positioned within an explanatory sequential mixed methods design to investigate the
nature of dysphagia services and practices for people living at home in the community.
Chapter 2 describes the SLP services and practices provided to people with dysphagia
living at home in Australia, enabling the first dedicated insights about community-based
SLP dysphagia services and practices to be drawn. The results of this study may offer
insights about how SLP dysphagia services and practices within the community can be

optimised.

Chapter 2 is a co-authored, published paper. It is inserted as the published version
except for formatting and referencing that have been updated to conform with the
guidelines of the American Psychological Association (sixth edition) for consistency in
this thesis. The references contained in this manuscript are reflected in the overall thesis
reference list. The bibliographic details of the co-authored paper, including all authors,

are as follows:

Howells, S., Cornwell, P., Ward, E. C., & Kuipers, P. (2019). Understanding dysphagia
care in the community setting. Dysphagia, 34(5), 681-691.

My contribution to the paper involved survey co-design in collaboration with all
supervisors and data cleaning and analysis with the support of second author (Petrea
Cornwell) and research assistant (Georgina Klokman). I was responsible for the secure
storage of research data. I wrote the initial draft of the manuscript and subsequent
revisions, with all co-authors reading and providing feedback on the manuscript. I

oversaw the publication process.
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2.1 Abstract

Factors including health policy reform and the ageing population are increasing
demand for quality healthcare in the community. People with dysphagia are supported
by speech-language pathologists in hospital and community settings, however little is
known about the nature of dysphagia services offered by speech-language pathologists
in the community. The aim of this study was to investigate SLP services and practices
provided to community-based adults with dysphagia. A national cohort (n=144) of
speech-language pathologists working with community-based clients with dysphagia
completed an online survey. Results revealed that clients with neurological conditions
comprised the largest proportion of the caseload. Primary referral sources were family
doctors (42.4%) or other health professionals (37.5%), with low rates of self-referral.
Services were primarily delivered via individual sessions (84.1%), usually within the
client’s home (80% saw clients at home). While many clinicians were using both
clinical and instrumental assessments, half had to refer clients to other services to access
instrumental assessment. Most provided assessment and rehabilitation services, though
few (28.5%) reported using formal outcome or quality of life measures. Only 43.8%
referred or encouraged clients or caregivers to access support or social groups and few
speech-language pathologists incorporated social participation or client well-being
aspects in treatment. SLP practices in the community appear similar to what occurs in
the acute setting, which are inherently biomedical. This may not be optimal care for
clients with dysphagia who live at home and their caregivers. Further exploration about

what clients and caregivers want from community-based SLP services is warranted.

Keywords: Dysphagia, clinician practices, community, deglutition, deglutition

disorders
2.2 Introduction

Demands on healthcare services within the community context continue to grow
globally, due to a shift towards providing care outside of the hospital setting. This
change to the healthcare landscape has been driven by multiple factors. Health policy
changes in many settings encourage early discharge from acute care services, with some
facilities now offering ‘hospital-at-home’ care in lieu of an acute admission (Leff,
2005). At the other end of the care continuum there is also increasing support for people
to remain at home and out of nursing home/residential care for as long as possible

(Australian Government Department of Health, 2019a; Bliss & While, 2014). Other
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influential factors include the ageing population, people living with more chronic and
complex conditions (United Nations Department of Economic and Social Affairs
Population Division, 2015), and a shift to person-directed care and self-empowerment in
healthcare (Australian Government, 2016; Lines et al., 2015; Means, Richards, &

Smith, 2008). This wave of service change is informed by consumer preference to

remain at home where possible (Eckert, Morgan, & Swamy, 2004).

The increased demand for community-based services is putting healthcare
systems under duress (United Nations Department of Economic and Social Affairs
Population Division, 2015). Management of complex and chronic conditions in the
community requires input from a range of health care professionals and organisations,
including speech-language pathologists. Community healthcare professionals or
services are often located in different settings, and work across sectors of the health
system (Department of Health Primary Health Care Advisory Group, 2015). When such
services are not executed in a strategic, aligned fashion, risks to the quality and safety of
client care, as well as to client and caregiver satisfaction, arise. To meet the growing and
diverse needs of the community, health professionals and services need to be accessible,

coordinated, responsive and flexible.

Dysphagia is a sequela of many chronic and complex conditions such as stroke,
Parkinson’s disease and dementia, as well as the effects of advanced age. Multiple
studies have examined the prevalence of dysphagia in the community, and report rates
of between 11 and 37.6% (Holland et al., 2011; Kawashima, Motohashi, & Fujishima,
2004; Lindgren & Janzon, 1991; Nelson Roy, Stemple, Merrill, & Thomas, 2007).
However, estimates dramatically increase for community-dwelling adults with health
conditions known to be associated with dysphagia. For example, Bhattacharyya (2014)
conducted a national household survey in the United States, and found of those who
reported swallowing difficulties, stroke was the most commonly reported aetiology.
Similarly, in a cohort of 19 elderly participants with either stroke or Parkinson’s disease
living at home in The Netherlands, Bloem et al. (1990) reported dysphagia presence in
47% of the cohort. For these individuals with dysphagia living in the community,
dysphagia services are typically provided through designated SLP community-based

roles.

There is a body of literature which has described SLP practice patterns for

community management of other conditions such as aphasia (Brown, Worrall,
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Davidson, & Howe, 2011; Page & Howell, 2014; Rose, Ferguson, Power, Togher, &
Worrall, 2014; Verna, Davidson, & Rose, 2009). However, little is documented about
SLP practices to support people with dysphagia in the community. To date, studies
about dysphagia management practices have primarily focused on the nature of SLP
services in the acute or rehabilitation setting. While a small number of these studies
have included some data from clinicians working in the community setting (e.g.,
Mathers-Schmidt & Kurlinski, 2003; Pettigrew & O’Toole, 2007), the findings were
described as a whole and differences between the acute and community service data
could not be extrapolated. However, some information about SLP dysphagia practices
in community-based settings can be drawn from two existing studies (Rumbach et al.,
2018; Steele et al., 2007), though it is important to note that the community setting was
not the sole focus of the research. These studies by Rumbach et al. (2018) and Steele et
al. (2007) used national surveys to explore dysphagia service delivery by speech-
language pathologists across a range of settings (inpatient, outpatient, and community-
based/in-home) in Australia and Canada respectively. The studies highlighted that
variable practice patterns for dysphagia assessment and management exist, and setting
variances were intermittently reported, meaning firm conclusions about community-
based practices cannot be drawn (Rumbach et al., 2018; Steele et al., 2007). Neither
study explored concepts of holistic or psychosocial support for clients and caregivers.
Other factors also limit the current relevance of the findings, including the fact that the
Steele et al. (2007) paper is now >10 years since publication and so may not reflect
current practice, and the small numbers of community-based speech-language
pathologists (24.68%) in the total sample studied by Rumbach et al. (2018) limits how

representative the patterns may be of wider community practice.

Community-based services for dysphagia should differ from acute and centre-
based services for a number of reasons. Firstly, people with dysphagia have varying
needs across the continuum of care and can be unique to the community setting. For
example, it has been established that elderly adults with dysphagia in the community are
likely to present with an increased risk of malnutrition and pneumonia (Loeb, Becker,
Eady, & Walker-Dilks, 2003; Serra-Prat et al., 2012). Hence, this population may have
different care needs. Indeed Rumbach et al. (2018) noted differences in SLP dysphagia

practice patterns across service settings, proposing that practice differences “may reflect
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the heterogeneous nature of dysphagia, and consequently the varying requirements for

assessment and management of impaired swallowing in different settings” (p. 223).

Secondly, clinical practices may differ across settings due to policy drivers such
as the rise of ‘hospital-at-home’ care and person-directed care (Australian Government,
2016; Left, 2005; Lines et al., 2015; Means et al., 2008). Such community practices
require clinicians to be increasingly client-centred and holistic in their approaches. At
times this is in stark contrast to the acute setting where practices are often focussed on
the immediate medical issues of the patient. Thirdly, there are key differences in the
nature of community versus acute care management in other facets of speech pathology
practice. For example, Verna et al. (2009) found speech-language pathologists working
with people with aphasia in the community used more treatments with a focus on life
participation than the acute and rehabilitation setting, and intensive therapy in the

community. This was reported to be far less common than in inpatient settings.

Finally, listening to the voices of clients themselves, individuals with dysphagia
also differ in their concerns and support needs (Martino et al., 2010). Responding to
these needs requires different practices and even service models. In the Martino et al.
(2010) study, where qualitative methods were used to explore perceptions of patients
with acute and chronic dysphagia, patients in the acute setting reported feeling fearful of
choking to death and being overwhelmed by their new dysphagia. In contrast, people
living with chronic dysphagia reported using a range of adaptive strategies to address
dysphagic symptoms however, they expressed feeling depressed, anxious, frustrated and
embarrassed as a result of their dysphagia (Martino et al., 2010). Patients and speech-
language pathologists were also found to differ in their views about the priorities of
dysphagia management. Clinicians placed greatest significance on the biomedical
aspects of dysphagia care (e.g., pulmonary or nutrition status) while patients across both
acute and chronic stages felt the psychological aspects were of highest importance

(Martino et al., 2010).

With more people with dysphagia likely being supported in the home and remaining
at home for longer, it is imperative that practice patterns, and issues faced by speech-
language pathologists managing the often-complex needs of clients with dysphagia and
their caregivers in the community, are better understood. Therefore, the aim of this
study was to understand current community-based SLP services and practices provided

to adults with dysphagia living at home. For the purposes of this paper, adults with
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dysphagia living at home as a population group will be referred to as community-based

clients and does not include people in acute or residential aged care settings.
2.3 Method
2.3.1 Participants

Participants were speech-language pathologists working in some capacity with
community-based clients with dysphagia. Those working solely in inpatient hospital or
residential aged care settings were excluded. Participants were recruited through an
open invitation distributed to the membership of Speech Pathology Australia via a
published notice in National e-news and the Speech Pathology Email Chats (SPECs)
Google group. The invitation to participate was also emailed through the research
team’s professional networks. Within each of these dissemination groups, snowball
sampling was encouraged, in which recipients were encouraged to pass on the invitation
to other speech-language pathologists within their own networks to help maximize
distribution and participation. For this reason a response rate cannot be determined, as
the number of clinicians who received an invitation to participate in the survey is
unknown. Ethical clearance to conduct the study was obtained through Griffith
University human research ethics committee (ethical approval letter can be found in

Appendix 1). All participants provided informed consent prior to completing the survey.
2.3.2 Survey Design

The survey design took place in three phases. First, the survey questions were
designed by the research team, three of whom were experienced clinicians in dysphagia
care and all had experience working in community services (SH, PC, EW). Two of the
researchers also had considerable prior experience developing research questionnaires
(PC, EW). Initial question development was informed by the team’s personal
experiences with community and dysphagia services and structured by the overarching
research questions. Consideration was given to overall survey length to optimize
clinician participation, and skip-logic were employed to reduce clinician exposure to
questions which were not applicable to their practice context (Couper, 2008). Questions
were informed by the literature, with multiple simple question formats (yes/no
responses, rankings, scales) employed to collect information easily and quickly. Short

answer narrative response boxes were provided for questions where a closed response
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was not appropriate or where extra information could be provided (Fowler & Cosenza,

2008).

The initial draft survey was then created using LimeSurvey

(www.limesurvey.org), a secure, online survey design tool. Two phases of piloting were

conducted prior to dissemination, to enhance reliability and content validity within the
survey (Rickards, Magee, & Artino, 2012). This piloting was conducted by a total of
four speech-language pathologists working in community services, two in each phase.
During the pilot, speech-language pathologists were asked to complete the survey as
normal, and record time taken to complete survey. They were also asked to raise any
issues they felt were not addressed by the draft questionnaire. Feedback from the
speech-language pathologists in both rounds of pilot testing led to minor changes to the
survey, predominantly related to wording and correction of technological issues. No

additional questions were suggested for inclusion.

The final version of the full survey consisted of 47 questions covering a range of
topics including demographics, clinical service management and SLP practices across
assessment and intervention. Link to the full survey can be found in Appendix 2.
Participants required approximately 15 minutes to complete the survey. To address the
current research aim, the following survey results are reported on: 1) Eligibility to
participate, 2) Speech Language Pathologist Demographics, 3) Service Characteristics,
4) Caseload, 5) Service Policies and Governance, 6) Speech Language Pathology
Management Practices, 7) Collaboration Practices, 8) Reporting and Outcome
Measurement, 9) Speech Language Pathology Education Practices and 10) Service
Strengths and Challenges. Results regarding sections 9) and 10) will be discussed in a

subsequent manuscript.
2.3.3 Procedure

The online survey was made available to clinicians for an 8-week period, with a
reminder notice disseminated after 4 weeks. Data from the survey were downloaded
into Microsoft Excel and respondents who had indicated they did not meet the eligibility
criteria or provided incomplete data sets (defined as surveys with >60% of questions
having ‘no response’) were removed. The data were then analysed using univariate
descriptive statistics with IBM SPSS version 22.0. To ensure consistency in data

reporting, for questions where a no-response was received from some participants,
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responses are reported as a percentage of the total number of respondents, including a
percent non-response. For the two open ended questions, responses were categorized
and tallied to reflect the different types of groups referred to (Q7bb) and the different

outcome measures used (Q8aa and 8bb).
2.4 Results

A total of 182 clinicians accessed the survey. From this total, 38 data sets were
subsequently removed, as respondents either indicated they were (a) ineligible to
complete the survey and did not continue (n = 9), (b) were eligible but opted not to
proceed beyond the eligibility questions (n = 6), or (c¢) did not respond to >60% of the
survey questions before exiting the survey (n = 23). Of the 23 respondents who did not
complete the majority of the survey questions, all had exited the survey by the end of

Question 4. The remaining 144 participant responses were included in the analysis.
2.4.1 Speech-Language Pathologist Demographics

Responses to the survey were obtained from speech-language pathologists in
every Australian state and territory, with the highest proportion of respondents working
in Queensland and New South Wales (see Table 2.1). The median number of years of
experience was 9.04 (range = 6 months to 44 years) with most indicating they were
‘quite’ or ‘very’ experienced at working with community-based clients with dysphagia.
Just over half (51.4%) of the participants reported working full time, and of those who
reported working part time, the mean full time equivalent was 0.47 (SD = 0.22).
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Table 2.1

Demographic information of participants (n = 144).

n=144 Percentage (%)
Place of employment
Australian Capital Territory 2 1.4
New South Wales 47 32.6
Northern Territory 2 1.4
50 34.7
Queensland
South Australia 9 6.3
Tasmania 3 2.1
Victoria 24 16.7
Western Australia 7 4.9
Location
Metropolitan 82 56.9
Regional 42 29.2
Rural and/or Remote 20 13.9
Workplace Type
Public/Government health service 106 73.6
Private Practice 16 11.1
Non-government organisation 15 10.4
(NGO)
Private sector (e.g., private 5 3.5
hospital)
Other 2 1.4
Experience working with community-based dysphagia
No experience 1 7
Limited experience 9 6.3
Some experience 25 17.4
Quite experienced 58 40.3
Very experienced 51 354
Nature of community-based dysphagia work
Full time 74 514
Part time 70 48.6
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2.4.2 Clinical Services

The location and type of dysphagia services are presented in Table 2.1. Just over
half of services (56.9%) were located in metropolitan areas and the vast majority were
publicly funded (73.6%) with only a small number of clinicians working in private
practices and non-government organisations (NGOs). Participants indicated a median of
1.6 full-time equivalent staff (range = .10 to 30.00) (n = 140) per service were dedicated

to providing dysphagia care to community-based clients.

Table 2.2 details the clinical populations who were seen by community-based SLP
services for dysphagia. Results suggest that the large majority of services support a
range of community-based populations with dysphagia, with very few services
providing a single condition-specific service (e.g., solely for clients who have cancer).
Dysphagia of neurological aetiology (stroke, traumatic brain injury, dementia,
Parkinson’s disease, motor neurone disease and other progressive neurological
conditions) accounted for the greatest overall population group being seen, and of these,

stroke appeared to be the most common cohort, followed by Parkinson’s disease.

Table 2.2

Population groups seen by community-based dysphagia services. Number of respondents
indicating the proportion of conditions associated with dysphagia on their caseload.

Proportion of Caseload

Condition 0%  1-24% 25-49% 50-74% 75-99%  100%

Stroke 39 53 24 27 0 1
Traumatic brain injury 82 57 4 1 0 0
Dementia 58 77 1 0 0
Parkinson’s disease 44 72 22 6 0 0
Motor neurone disease 68 70 6 0 0 0
Other progressive 53 87 3 0 1 0
neurological condition

Cancer 70 59 4 2 1 8
Psychogenic/Anxiety 118 25 1 0 0 0
Disability 88 30 5 4 3 14
General ageing 62 72 8 1 1 0
Unknown 111 30 3 0 0 0
Other not specified 129 12 2 1 0 0

n=144
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The majority (>90%) indicated that their services were able to accept referrals
from family doctors or other health professionals (93.1%) while three quarters (73.6%)
could also accept referrals directly from clients (i.e., self-referral). In practice however,
respondents noted that their current referrals predominantly came from family doctors
(42.4%) or other health professionals (37.5%) while client-initiated referrals accounted

for only 5.6%.

Speech-language pathologists were asked to indicate the clinical setting/s in which
they saw community-based clients, and the proportion of their caseload they saw in
each setting type (see Table 2.3). Results indicate services were provided across a range
of settings however, a large proportion saw clients at the client’s home (29% of
respondents saw clients at home 90-100% of the time). A small proportion 9% (n = 13)
indicated that all (100%) of their community clients were seen in a hospital setting,
however half of these had indicated they saw clients post head and neck cancer

management which is traditionally managed through hospital outpatient services.
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Table 2.3

Clinical settings where adults with dysphagia who live at home are seen. Number of respondents who indicated seeing clients with dysphagia across
various clinical settings.

Proportion of Caseload

Setting Type 0% 1-24% 25-49% 50-74% 75-99% 100%
Client’s home 28 22 16 28 21 29
Community Health Centre 101 18 13 5 4 3
Outpatient Rehabilitation Unit 119 4 8 6 6 1
Inpatient Rehabilitation Unit 129 3 6 5 1 0
Acute Hospital 106 7 6 10 2 13
Private Practice Clinic 137 2 1 2 1 1
Other 115 10 4 10 3 2

n=144
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Most (75%) clinicians worked in services that had no limit to the number of
appointments they were able to provide for a community-based client with dysphagia.
Of the 25% (n=36) of clinicians who reported limitations to the number of sessions
which could be provided, 22 respondents described policies regarding time-limited
services; that is, services that could only see clients for a specified period of time (e.g.,
for a 6-week block of intervention). Those reporting policies about disease specific
constraints (e.g., no limit for people with motor neurone disease, but limits for those
with other neurological conditions like Parkinson’s disease and stroke), were few (n=4).
Restrictions were more common in public health services, and least likely in NGO and

private services.
2.4.3 Dysphagia Assessment Practices

Assessment practices used with community-based clients with dysphagia are
summarized in Table 2.4. All participants reported using clinical swallowing
examinations and instrumental assessments in dysphagia diagnostics, however access to
instrumental assessments was a noted issue. Only a small proportion had direct access
to instrumental assessments within their workplace, though over half could gain indirect
access to instrumental assessments through other local services. Use of FEES was less
common than VFSS; only eight participants reported frequent use with community-
based clients. FEES was also available in fewer workplaces than VFSS, and all FEES
occurred in public services and mostly (87.5%) in metropolitan areas. Of those who
reported having no access at all to any form of instrumental assessment (n = 7), five
were working in regional or rural/remote settings. Variable use of adjunct tools such as

cervical auscultation, pulse oximetry and cough reflex testing was noted.
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Table 2.4

Assessment practices of speech-language pathologists seeing adults with dysphagia who live at home.

Clinical Instrumental Adjunct Tools
Clinical VFSS / MBS FEES Cervical Pulse Oximetry = Cough Reflex
Swallow (n =143) (n=142) Auscultation (n =141) Testing
Examination (n=141) (n=141)
(n=143)
Not available at my workplace 0 (0%) 7 (4.9%) 41 (28.5%) 25 (17.4%) 45 (31.3%) 85 (59%)
and I have no access to this
service.
Not available at my workplace 1 (0.7%) 77 (53.5%) 77 (53.5%) 7 (4.9%) 16 (11.1%) 18 (12.5%)
however we have services we
can refer client to for this
assessment.
Available at my workplace but 0 (0%) 0 (0%) 4 (2.8%) 32 (22.2%) 27 (18.8%) 20 (13.9%)
I never use.
Available at my workplace but 5(3.5%) 24 (16.7%) 12 (8.3%) 26 (18.1%) 39 (27.1%) 11 (7.6%)
I only use occasionally.
Available at my workplace and 137 (95.1%) 35 (24.3%) 8 (5.6%) 51 (36.2% 14 (9.7%) 7 (4.9%)

I use frequently in my practice.
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2.4.4 Dysphagia Management Practices

Over three quarters (77.1%) of services reported providing ongoing monitoring
and review of community-based clients with dysphagia. Nearly one third of speech-
language pathologists reported seeing clients at least once weekly or more frequently
(see Table 2.5). Intensive rehabilitation models were uncommon, with only 1
respondent reporting seeing clients daily (occurring in the private hospital/private
outpatient setting). The majority of respondents (86.1%) reported that an individual
session model was the main mode in which they saw their clients (see Table 2.6). From

the data, it was clear that group sessions were rarely used.

Table 2.5

Frequency of service provision to adults with dysphagia who live at home.

Time n Percentage (%)
Daily 1 0.7

1-2 times per week 20 13.9

Once per week 26 18.1
Fortnightly 28 19.4
Monthly 27 18.8
Other 42 29.2
Total 144 100

Table 2.6

Service delivery models utilized for adults with dysphagia who live at home.

Always Often Occasionally Never

Individual treatment 124 (86.1%) 18 (12.5%) 2 (1.4%) 0 (0%)
sessions only

(n=144)

Group and Individual 1 (0.7%) 3(2.1%) 22 (15.3%) 92 (63.9%)
treatment sessions only

(n=118)

Group treatment 1 (0.7%) 0 (0%) 6 (4.2%) 107 (74.3%)
sessions only

(n=114)
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The majority (84.1%) of speech-language pathologists reported using a
combination of compensatory and rehabilitation techniques with only 15.9% (n=23)
reporting only using compensatory techniques. Of those who reported using only
compensatory strategies with their community-based clients, most were operating
within a disability caseload. When asked to estimate the proportion of clients who
required modification to food and fluid consistencies, almost three quarters of speech-
language pathologists (73.5%) indicated their clients required modification to food,
compared with less than half (42.4%) requiring modification to fluids. Respondents
indicated that use of a free water protocol on a regular basis was limited, with only
13.2% responding they often recommend this and 16.7% never recommending this. The

most common utilisation of a free water protocol was for ‘select clients only’ (70.1%).

Multidisciplinary involvement in supporting people with dysphagia was also
investigated (see Table 2.7). Collaboration with dietitians was reported as the most
frequent in community-based dysphagia services, with 77.1% of speech-language
pathologists indicating always or often working closely with that discipline. However
for most of the professions listed in the survey, over 50% of the speech-language
pathologists indicated they occasionally or never worked with these professions in their

support of community-based dysphagia clients.
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Table 2.7

Members of the multidisciplinary team speech-language pathologists indicated working with in
the management of adults with dysphagia living at home.

Always Often Occasionally Never

Family doctor 25 (17.4%) 51 (35.4%) 62 (43.1%) 3(2.1%)
(n=141)

Medical Specialist 9 (6.3%) 46 (31.9%) 68 (47.2%) 15 (10.4%)
(n=138)

Nursing staff 8 (5.6%) 43 (29.9%) 66 (45.8%) 23 (16%)
(n=140)

Dietitian 34 (23.6%) 77 (53.5%) 28 (19.4%) 4 (2.8%)
(n=143)

Occupational Therapist 6 (4.2%) 51 (35.4%) 70 (48.6%) 14 (9.7%)
(n=141)

Pharmacist 0 (0%) 21 (14.6%) 84 (58.3%) 37 (25.7%)
(n=142)

Physiotherapist 3 (2.1%) 43 (29.9%) 76 (52.8%) 21 (14.6%)
(n=143)

Psychologist 1 (0.7%) 9 (6.3%) 78 (54.2%) 54 (37.5%)
(n=142)

Social Worker 0 (0%) 29 (20.1%) 70 (48.6%) 40 (27.8%)
(n=139)

Only 28.5% reported routine collection of functional impact or quality of life
measures and only 25.7% reported routine collection of other types of outcome
measures. Those who reported collecting outcome measures (n=41), reported using a
large range (>20) of dysphagia-specific tools and more general tools. The most common
dysphagia-specific tools were the Australian Therapy Outcome Measures (A. Perry &
Skeat, 2004) (n = 23), and the SWAL-QOL (McHorney et al., 2002) (n= 13). Of the
general tools, the most common was the Canadian Occupational Performance Measure
(Law et al., 2005) (14.6%). Goal Attainment Scaling (Kiresuk, Smith, & Cardillo, 2014)
and establishing client-centred goals were also reported as a form of outcome measure

by 19 speech-language pathologists.
2.4.5 Carer and Related Psychosocial Supports

Almost all participants (96.5%) indicated they often or always involved caregivers

in their dysphagia sessions. When asked whether they monitored for signs of anxiety
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and depression in their clients and caregivers, just under half reported doing this
routinely for clients (47.9%) and less for caregivers (38.2%). Participants reported they
monitored for anxiety and depression ‘only if indicated’ in 45.1% of clients and 47.2%

of caregivers.

Only 43.8% of speech-language pathologists reported they referred or encouraged
community-based clients with dysphagia and their caregivers to access support or social
groups as part of their dysphagia care. NGO services were most likely to refer clients
and caregivers to groups, and private hospital/private outpatient services were least
likely. For those who did refer clients to support groups, these were primarily disease-
specific support groups (e.g., a Parkinson’s disease support group) and only four
speech-language pathologists mentioned dysphagia-specific groups (all were cooking /

modified diet education groups).
2.5 Discussion

The purpose of this study was to understand the current services and clinical
practices of speech-language pathologists working with community-based clients with
dysphagia. Results revealed that speech-language pathologists in the community context
appear to be an experienced workforce, often seeing clients within the home or in
community facilities and most services accepted client-initiated referrals. At one level
these results would suggest that services are well placed operationally to provide client-
directed care. However, although the majority of services could accept a client-initiated
referral, only a very small number of services indicated that clients were a primary
referral source. Rather the majority of referrals were received from medical and health
professionals. A potential reason for this may relate to a lack of public awareness of the
speech-language pathologist’s role in dysphagia, resulting in individuals with a
swallowing difficulty reporting to their family doctor or other health professional in the
first instance. This potential lack of awareness of the speech-language pathologist role is
historical (e.g., Breadner, Warr-Leeper, & Husband, 1987) and appears to be an ongoing
issue (Byrne, 2010; Greenwood, Wright, & Bithell, 2006). Low self-referral rates may
also be a direct consequence of dysphagia being a secondary outcome of another
diagnosed condition (e.g., dysphagia post-stroke). As such, clients have most likely
already been under the care of another health professional who facilitates the client’s
referral into a dysphagia service. Further examination of factors influencing client self-

referral to community-based services is warranted.
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Individuals with dysphagia due to acquired neurological aetiologies accounted for
the largest population group being seen by speech-language pathologists in the
community. This finding was expected given the well-established association between
dysphagia and acquired and degenerative neurological conditions. The diagnostic
populations constituting the majority of the caseloads were stroke and Parkinson’s
disease, however these data do not reflect the most prevalent neurological disease in the
home environment, which is dementia (Danila et al., 2014). The discrepancy may relate
to onset patterns for dysphagia across these populations. Onset of dysphagia following
stroke occurs in the acute stage and can persist following discharge home (Mann et al.,
1999), while in Parkinson’s disease, dysphagia can be one of the earliest symptoms and
occurs in one third of individuals with Parkinson’s disease living at home (Kalf et al.,
2012; N. Miller et al., 2006; Walker, Dunn, & Gray, 2011). In contrast, dysphagia
symptoms may not emerge in people with dementia until later in their disease
progression, when changes to motor and sensory function become more pronounced,
ultimately leading to dysphagia in up to 57% of individuals (Alagiakrishnan, Bhanji, &
Kurian, 2013; Langmore, Olney, Lomen-Hoerth, & Miller, 2007). This may occur
alongside a general increase in care requirements leading to residential care rather than

management in the home.

While previous research suggests individuals with dysphagia differ in how they
perceive and prioritize psychological issues in the acute stage compared with the
chronic stage, (Martino et al., 2010), the current study found that speech-language
pathologist clinical practices in the community largely mirror what occurs in the acute
setting (e.g., Geeganage, Beavan, Ellender, & Bath, 2012; Kertscher, Speyer, Palmieri,
& Plant, 2014). This raises the question then, about whether the needs of people with
dysphagia and their caregivers in the community are being adequately assessed,
understood and met. Indeed, parallels may be drawn from the head and neck cancer
literature where research found patients desired ongoing access to dysphagia services
and wanted support in the post-acute phase to make practical and emotional adjustments
to living with dysphagia (Nund, Ward, et al., 2014b). It is apparent that the psychosocial
impacts of living with chronic dysphagia can be significant, and the voices of clients
suggest that SLP practices may need to vary across contexts for client-centred care to

occur (Martino et al., 2010; Nund, Ward, et al., 2014b).
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Assessment practices remained consistent with diagnostic principles (i.e.,
inclusive of a clinical swallowing examination and proceeding to instrumental measures
as indicated) seen in acute services. Some service limitations were noted, with most
community-based services gaining access to instrumental assessments through other
services, and few having on-site instrumental assessment access. However, access to
VFSS was problematic for only a small proportion (4.9%). This finding contrasts with
the only other study to investigate the availability of VFSS in the community (Steele et
al., 2007) which found 35% of speech-language pathologists working in the community
did not have access to VFSS. The discrepancy may be a regional difference between
Australia and Canada or it may be that in the 10 years since the Steele et al. (Steele et
al., 2007) study was published, availability of instrumental assessment measures has
increased. Access to FEES in the current study was significantly less than VFSS, with
only 16.7% of respondents having access to FEES. This is likely because Australian
speech-language pathologists must receive advanced training to conduct and interpret
FEES, which can only occur in multidisciplinary healthcare setting (Speech Pathology
Australia, 2007). While more speech-language pathologists are being trained in the use
of FEES, the current lack of access to instrumental assessment for some community-
based speech-language pathologists raises obvious challenges about assessment validity

and treatment planning in the community setting.

This study found clinicians were undertaking active impairment-based
interventions with their clients, primarily consisting of a combination of compensatory
and rehabilitation approaches. The use of compensatory and rehabilitation techniques to
address swallowing impairment is comparable to what occurs in the acute setting
(Schindler et al., 2008) and is suggestive of an ongoing active approach to rehabilitation
for community-based clients. Few speech-language pathologists however provided
dysphagia therapy services intensively. The most common model was ‘other not
specified’ (29.2%) which may suggest speech-language pathologists see community-
based clients less frequently than once per month or ‘as clinically indicated’ rather than
as a regular pattern of review. This result may also be indicative of client and service
circumstances; Rumbach and colleagues (2018) found speech-language pathologists
conducted dysphagia sessions ‘dependent upon patient ability to maintain therapy

outside of sessions’ (p. 7) or in line with current caseload constraints.
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The current study also found that some multidisciplinary support for people with
dysphagia continued within the community setting, though this was much less extensive
than within acute services. Unlike acute or rehabilitation settings where
multidisciplinary team access is facilitated by on-site staff, professional collaboration in
the community requires active seeking out and coordination. The professionals most
often involved in community-based dysphagia care in the current study were dietitians
and medical doctors. This finding is similar to results in Rumbach et al.’s (2018) study,
where dietitians and general medical staff were reported in the top four professions
involved in dysphagia care alongside nursing and ear, nose and throat (ENT) staff.
These results were garnered across acute, rehabilitation and community contexts,
however the majority of participants in the Rumbach et al. (2018) study worked in the
acute setting, suggesting that multidisciplinary dysphagia practices appear to be similar

across both acute and community settings.

However, there were a few other professions that speech-language pathologists
described having limited involvement with in the community setting, namely
psychology and social work. Both the American Speech-Language Hearing Association
and Speech Pathology Australia identify psychology and social work as key members of
the dysphagia care team (American Speech-Language-Hearing Association, n.d.;
Speech Pathology Australia, 2012). Both psychology and social work professionals can
provide significant valued input to the lives of people with dysphagia and their
caregivers in the community, recognising the long term psychosocial impacts of
dysphagia (Nund, Ward, et al., 2014¢) and the expressed wishes of clients (Martino et
al., 2010). While almost all speech-language pathologists reported involving caregivers
in dysphagia sessions, few reported actively monitoring for signs of anxiety and
depression in clients and caregivers and referring/encouraging clients and caregivers to
access support or social groups as part of dysphagia care. This illustrates a discrepancy
between the approach that speech-language pathologists take in dysphagia management
and the approach that clients feel is needed. In a healthcare era where people are living
longer with more chronic conditions and there is an increasing drive for healthcare to be
client-centred and holistic, therefore it is important that community dysphagia services
adopt a more interdisciplinary and multidisciplinary approach to supporting people with

dysphagia.
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Regarding the use of functional impact, quality of life and other outcome
measures, the current study found these were not routinely collected in the majority of
services. Rumbach et al. (2018) explored the use of dysphagia outcome measures by
speech-language pathologists working across acute, rehabilitation and community
settings and likewise found speech-language pathologist use of formal or published
outcome measurement tools was minimal. Speech-language pathologists reported the
most common measure used was their informal judgement of clinical progress, followed
by patient report of functional improvement and post-therapy re-assessment (Rumbach
et al., 2018). The current study confirms that the use of formal dysphagia outcome
measures across clinical settings is limited. There are a number of issues with this
observation. In the absence of formal routine dysphagia outcome measurement, it is
impossible to validate that positive effects of treatment, and is difficult to justify to
funding bodies and policy makers the effectiveness of SLP interventions. However, the
reported limited use of formal measures may be due to reported lack of reliability and
validity in dysphagia outcome measurement tools, or due to a lack of targeted-tools that
transcend impairment-focused dysphagia management and consider psychosocial
domains as suggested by Rosenbek and Donovan (2006). Rosenbek and Donovan
(2006) also suggest there may be too many outcome measurement tool options for
clinicians in the impairment domain and a reduced number of these would be useful.
Indeed in the current study, of the speech-language pathologists who reported using
outcome measurement as part of their dysphagia management, over 20 different tools

were mentioned.
2.6 Limitations and Future Directions

A limitation of this study is that the data were collected from one national context.
Considering differences in health care services internationally, the extent to which
current reported practice patterns can be assumed to be reflective of other contexts in
difficult to determine. The inherent nature of survey data also presents some limitations;
while this survey has provided an overview of current service characteristics and
practices of speech-language pathologists working with dysphagia in the community, it
provides limited insights into why certain patterns are evident in this service context.
Further in-depth exploration is warranted before fully formed conclusions can be drawn.
The current data also fail to provide any consumer perspective. It is essential that the

perspectives of community-based adults with dysphagia and their caregivers regarding
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their experiences of SLP services, and what they both want and need from SLP services
is explored. Without the voice of people with dysphagia and their significant others, it is

difficult to plan strategies for enhanced service provision and innovation.
2.7 Conclusion

Within the community context, speech-language pathologists, health services and
clients are not yet functioning in a way that transcends the biomedical model, or that
engages with the broader biopsychosocial concerns of clients and families. While
community-based services appear to be set up in a way that may enable principles of
client-directed care, clinical practices appear to mirror the acute setting and may not be
optimal care for clients with dysphagia who live at home. In light of government
reforms, the rise of client-directed care and the ever-increasing demand for these
services by an ageing population, it is timely that dysphagia services for community-
based adults receive attention. Until it can be fully understood what current practices are
occurring, from the perspective of clinicians, clients and their families, SLP service
provision for community-based clients with dysphagia risks being a duplication of an
acute care model, without fully meeting the needs of the people who need support most;

people with dysphagia and their family members.
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Chapter 3.
Dysphagia Care for Adults in the Community Setting Commands a Different

Approach: Perspectives of Speech-Language Therapists

The results reported in Chapter 2 identified that community-based SLP dysphagia
services and practices appeared inherently biomedical with little focus on aspects of
social participation or client and caregiver wellbeing. Based on the literature review
presented in Chapter 1, whereby a range of psychosocial impacts are known to occur for
those living with dysphagia at home, these results raise important questions about how
the needs of clients and caregivers may be being met by speech-language pathologists

working in the community setting.

Chapter 3 presents the second phase of the research positioned within the
explanatory sequential mixed methods design, utilising a qualitative descriptive
approach to further explain and elaborate the findings reported in Chapter 2. It was the
intent that by taking this methodological approach it would deepen our understanding
about SLP services and practices for people with dysphagia living at home in the
community. Conducting a follow-up qualitative phase also aimed to overcome some of

the limitations of survey-based research, as outlined in Chapter 2.

Participants in this study were recruited through professional networks. As the
SLP profession in Australia is small, some participants were known to the researcher
through work or study networks. However, at the time of the study the researcher and

participants were not in a close personal or current work relationship.

Chapter 3 is a co-authored, published paper. It is inserted as the published version
except for formatting and referencing, which have been updated to conform with the
guidelines of the American Psychological Association (sixth edition) for consistency in
this thesis. The references contained in this manuscript are reflected in the overall thesis
reference list. The bibliographic details of the co-authored paper, including all authors,

are as follows:

Howells, S., Cornwell, P., Ward, E. C., & Kuipers, P. (2019). Dysphagia care for adults
in the community setting commands a different approach: Perspectives of speech-
language therapists. International Journal of Language and Communication

Disorders, 54(6), 971-981.
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3.1 Abstract

Descriptions of community-based SLP dysphagia practices and services are
underrepresented in the research literature, despite the prevalence of dysphagia in the
community. Due to a globally ageing population, and government drives to support
people to remain living at home rather than in hospital or aged care, there is a growing
need for SLP services to be responsive to the needs of clients living at home in the
community, referred to in this study as community-based clients. Exploration of current
SLP services and dysphagia care practices for this population may identify ways
services can be designed and enhanced to better meet the needs of clients and carers. To
explore the nature (i.e., characteristics) of dysphagia services and SLP clinical practices
for adults with dysphagia living at home in the community. Using a qualitative
descriptive approach positioned within an explanatory sequential mixed methods
design, this study explored SLP services and practices for adults with dysphagia living
in the community to further explain and elaborate on findings from an earlier
quantitative study. Fifteen speech-language pathologists working with community-
based clients with dysphagia were recruited using purposive representative sampling.
Content analysis was used to explore the data. The overarching theme of Community
commands a different approach was illustrated by three subthemes that highlighted how
and why a different approach to dysphagia care in the community setting was necessary:
1) Skills and mindset require adaptation in the community context; 2) Values and
approaches are different in the community context; and 3) Organisational influences
impact service delivery in the community context. From the data, it is apparent that the
work undertaken in the community setting differs from dysphagia care in other settings
and requires adapted speech-language pathologist skills, values and approaches that
encompass holistic care, client autonomy and carer engagement. SLP practices are also
informed by organisational influences such as policies and resourcing, which in some
services were enablers while for others these presented challenges. Community-based
SLP services must continue to foster flexible, responsive practices by speech-language

pathologists to ensure the needs of clients and carers are met now and into the future.
What this paper adds
What is already known on this subject

While much is known about SLP dysphagia practices and services in a range of

settings including acute hospital and aged care, there exists a paucity of literature about
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the community setting where clients and carers are managing dysphagia at home

(known as community-based clients).
What this study adds

This study identified the practices of speech-language pathologists working with
community-based clients with dysphagia and highlights the various ways SLP practices
and services are different in the community setting compared to other settings. Further it
identified how these services may influence provision of dysphagia care for clients and

their families.
Clinical implications of this study

Understanding the nature of community-based dysphagia care, with its strong
emphasis on holistic care, client autonomy and carer engagement, is needed to ensure

speech-language pathologists are suitably prepared to work in this setting.
3.2 Introduction

Speech-language pathologists play a key role in supporting people with
dysphagia, and increasingly so in community settings, where the prevalence of
dysphagia is estimated to be between 11-38% (Holland et al., 2011; Kawashima et al.,
2004; Lindgren & Janzon, 1991; Nelson Roy et al., 2007). Due to ageing populations
globally (United Nations Department of Economic and Social Affairs Population
Division, 2015) and government drives to support people to remain living at home,
rather than being admitted to hospital or placed in aged care (Bliss & While, 2014;
Australian Government Department of Health, 2019a), there is a growing need for SLP
services to be responsive to the needs of communities. An important first step in
becoming more responsive is to examine current SLP services and dysphagia care
practices that occur for those living at home in the community, known as community-
based clients. In this study these individuals are seen as having distinct needs to
residents living in aged care. Examining the characteristics of services provided to
community-based clients may help reveal potential service gaps, and ways in which the

needs of clients and carers managing dysphagia within the home can be optimised.

To date, descriptions of community-based SLP dysphagia practices and services
are underrepresented in the research literature. This is in stark contrast to other areas of
SLP practice such as aphasia (Brown et al., 2011; Page & Howell, 2014; Rose et al.,

2014; Verna et al., 2009), which have a strong community research base. Only three
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studies have provided insights on SLP dysphagia practices in the community (Howells,
Cornwell, Ward, & Kuipers, 2019a; Rumbach et al., 2018; Steele et al., 2007), with the
last two examining dysphagia practices across a range of settings (e.g., inpatient,
outpatient, and community) (Rumbach et al., 2018; Steele et al., 2007). In both studies,
service characteristics and differences across settings were not reported consistently,

making conclusions about community SLP practices difficult to establish.

The recent study by Howells et al. (2019a) was the first focused investigation to
explore SLP dysphagia practices and services for those living at home in the
community. Using an online survey, the authors obtained information about dysphagia
services as well as dysphagia assessment and management practices from 144 speech-
language pathologists working with community-based clients in Australia. A key
finding was that SLP clinical practices appeared in line with a more traditional medical
model, with a strong focus on the underlying impairment causing dysphagia and little
focus on the psychosocial dimensions of care. For example, less than half of the
participants said they referred or encouraged clients or caregivers to access support or
social groups and few incorporated social participation or client well-being aspects in
their treatment. The study concluded that the needs of clients and carers may not be

being fully met by services and clinicians.

While a clearer understanding of community-based dysphagia services and SLP
clinical practices is beginning to form, an apparent limitation of the three available
studies to date is that all have relied on survey methodologies. While surveys enable
systematic collection and analysis of typically quantitative information (de Leeuw et al.,
2012), they do not allow for in-depth description or exploration of phenomena in the
same way as qualitative research (Berg & Lune, 2017). In the current study, the research
focused on understanding the #ow and why of service provision for adults with
dysphagia living in the community. Therefore, the aim of the current study was to
conduct an in-depth exploration of dysphagia services and SLP clinical practices for
adults with dysphagia living at home in the community, to further explain and elaborate

on the findings from the earlier quantitative phase by Howells et al. (2019a).
3.3 Methods

A qualitative descriptive approach articulated by Sandelowski (2000) was used to
explore SLP services and practices for adults with dysphagia living in the community. It

was positioned within an explanatory sequential mixed methods design, whereby
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quantitative data is first collected, followed by qualitative data (Ivankova, Creswell, &
Stick, 2006). The purpose of this methodology is to use the qualitative results to further
explain and interpret findings from the quantitative phase (Ivankova et al., 2006). The
current study represented the follow-on step from the earlier published quantitative
survey of Howells and colleagues (2019a). A qualitative descriptive approach was
adopted as it is specifically suited to “obtaining straight and largely unadorned answers
to questions of special relevance to practitioners and policy makers” (Sandelowski,
2000, p. 337). This approach enabled exploration of the clinical practices and service
contexts of speech-language pathologists who work with community-based clients with
dysphagia. The resulting descriptions were based on the information provided rather
than abstract interpretation of the data. Ethical clearance was obtained through the
relevant university human research ethics committee (ethical approval letter can be

found in Appendix 1).
3.3.1 Participants

Participants were identified through the recruitment process of the previously
published survey (Howells et al., 2019a), where survey respondents were asked to
indicate their willingness to participate in a subsequent study about community
dysphagia care. From that cohort, a purposive representative sampling approach was
used to recruit participants for the current study. This sampling approach was informed
by the results of the published survey research which highlighted that speech-language
pathologists work with adults with dysphagia living at home in the community in a
variety of locations, service types and settings (Howells et al., 2019a). The sampling
dimensions used ensured a range of locations (metropolitan, regional and rural/remote),
service types (public, private and NGO), settings (client’s home, community health
centre, outpatient clinic, hospital) and states (across Australia) were represented across
participants. Recruitment continued until representation across all sampling dimensions
was achieved. This sampling strategy ensured a diverse selection of participants to
capture a range of perspectives (Palinkas et al., 2015). A summary of the sampling

parameters is outlined in Table 3.1.
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Table 3.1.

Purposive variation sampling characteristics (n = 15).

Demographic Sampling parameter Number of Participant ID
participants
Service type Public 10 SLP1, SLP2,
SLP3, SLP7,

Private Practice 2 SLP4, SLP9
Non-government organisation 3 SLP5, SLP6, SLPS
States Queensland 7 SLP1, SLP3,
SLP4, SLP6,
SLPS8, SLP10,
SLP14
New South Wales 2 SLP9, SLP13
Victoria 3 SLP5, SLP7,
SLPI11
Tasmania 1 SLP2
South Australia 1 SLP12
Western Australia 1 SLP15
Service locality Metropolitan 7 SLP5, SLP8,
SLP9, SLP12,
SLP13, SLP14,
SLP15
Regional 6 SLP3, SLP4,
SLP6, SLP7,
SLP10, SLP11
Remote +/- Rural 2 SLP1, SLP2
Setting where clients Client’s home 11 SLP2, SLP3,
with dysphagia SLP4, SLPS5,
predominantly seen by SLP6, SLPS8,
SLPs SLP9, SLP11,
SLP12, SLP13,
SLP15
Community health centre / 2 SLP7, SLP10
other location in community
Outpatient rehabilitation unit 1 SLP14
/ outpatient hospital clinic
Acute hospital 1 SLP1

SLP10, SLP11,
SLP12, SLP13,
SLP14, SLP15

From an available participant pool of 40 speech-language pathologists, 15 speech-

language pathologists were identified and invited to participate. All participants
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provided informed, written consent prior to the interview. Participants were all female
and ranged in age from 29-57 years with a mean of 40.7 years (SD = 10.7). Their years
of experience working with adults with dysphagia ranged from 1-30 years, with a mean

of 10.3 years (SD =7.9).
3.3.2 Procedure

Individual, semi-structured interviews were conducted with each participant via
telephone by the lead researcher (SH). Interview questions were informed by areas
requiring further explanation from the preceding quantitative survey completed by the
research team (Howells et al., 2019a). The questions were centred around clinical
practices and service characteristics for people with dysphagia, including topics such as
policies, procedures and barriers/enablers to service provision. A topic guide was
created, pilot tested with one speech-language pathologist and further refined
accordingly. Participants were provided with the topic guide in summary form via email
prior to the interview to encourage reflection and richness of data (Patton, 2015)

(Appendix 3).

Each interview lasted between 30 — 50 minutes and all interviews were audio
recorded and later transcribed. Data collection occurred over a 4-week timeframe. A
reflective journal was kept by the interviewer following each interview, as described by
Ortlipp (2008), to encourage transparency in the research process. Journal entries
comprised of both researcher critical self- reflections on the process and practice of
interviewing as well as a summary of the content each participant spoke about. An
excerpt from the journal can be found in Appendix 4. The content summaries enabled
the primary researcher to identify when data saturation was considered to be reached,
which is the point at which no new information is being generated by participants
(Fusch & Ness, 2015). Within the last 5 interviews conducted, no unique or novel

concepts were raised by these final interviewees.
3.3.3 Data Analysis

Qualitative content analysis was undertaken as described by Graneheim &
Lundman (2004) and Elo and Kyngés (2008). This began with the lead researcher (SH)
reading the transcripts several times to become immersed in the data and familiar with
the participants’ perspectives, then open-coding two transcripts to identify potential

codes and categories (Elo & Kyngis, 2008). During this open-coding process, “meaning
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units” were extracted from the participants’ transcripts, condensed and then assigned a
code (Graneheim & Lundman, 2004). To maximise accuracy and ensure confidence in
coding, a member of the research team who was not involved in the interviews (PC)
also completed open coding of two transcripts. Three members of the research team
(SH, PC, & EW) then met to discuss the coding of these transcripts, refine the codes and
reach consensus of those to be used in future coding. The lead researcher then
completed coding on the remaining transcripts and sought input from the research team

in instances where there was redundancy or lack of clarity.

A list of categories was then created, and related categories were grouped and
collapsed to form higher order headings, which ultimately became subthemes in line
with recommendations by Elo and Kyngés (2008). During this process, comments made
by participants that aligned with categories were noted, and attributed to the
participant’s identifier to further ensure trustworthiness of the data (Elo & Kyngés,
2008). The refinement and grouping of categories ultimately led to the development of

subthemes and an overarching theme from the data set (Graneheim & Lundman, 2004).
3.4 Results

Content analysis revealed one overarching main theme comprised of three
subthemes. These described the clinical practices of speech-language pathologists
working with adults with dysphagia living at home in the community, as well as the
clinical services within which they worked. The overarching theme of “Community
commands a different approach” reflected participants’ views that there are unique
benefits and challenges associated with working with community-based clients with
dysphagia. Specifically, they spoke about a variety of ways in which their approach to
dysphagia care in the community setting was different from approaches taken other
settings. The overarching theme arose from three subthemes that highlight Zow and why
a different approach is needed: 1) Skills and mindset require adaptation in the
community context; 2) Values and approaches are different in the community context;
and 3) Organisational influences impact service delivery in the community context. The
views of all participants were expressed across each subtheme. Each subtheme contains
categories that explain the participants’ views in detail. The structure of the data is

outlined in Table 3.1.
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Table 3.1.

Visual of overarching theme, subthemes and categories that arose from the data.

Overarching theme

Subthemes

Categories

Community commands a different approach

Skills and mindset require adaptation in the
community context

Dysphagia SLPs require  Interactions

practices a different with primary
influenced skill set care and

by client community
presentation agencies

/ condition

Values and approaches are different in the
community context

Holistic
viewpoint

Client
autonomy

Carer
engagement

Organisational influences
impact service delivery in
the community context

Diverse Service
structures capacity and
and policies  resources
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3.4.1 Subtheme 1: Skills and Mindset Require Adaptation in the Community
Context

Participants described how their practices in the community setting were different
to other settings. Most participants saw clients in the client’s home, though irrespective
of the location of service, all acknowledged that clients who live at home experience
challenges that are different to clients in other settings (e.g., acute hospital or aged care),
such as meal preparation or managing dysphagia when socialising or going out for a
meal. These unique client differences meant that at times, speech-language pathologists
needed to adapt both their skills and mindsets for care to be appropriate for the setting

or client group, and responsive to the ever-changing needs of clients and families.
3.4.1.1 Dysphagia practices influenced by client presentation / condition

Speech-language pathologists spoke about how their practices were not a ‘one
size fits all’ approach and were influenced by either the client’s presenting issues and/or
diagnosed condition. Speech-language pathologists emphasised that in the community
setting the individuality of each client and their home situation was apparent, and SLP

management should reflect this. SLP 4 commented:

Everyone’s very different. And you know, that’s what it should be. Everyone should
have an individual practice based on that particular person. (SLP 4)
This included taking a flexible approach dependent on clinical, client or family
concerns:

We see them [clients] as often as needed. Some people I would say “I’'m just going to be
monitoring you on a monthly basis.” Or other people I would say “Right, well I'm
going to come back and see you.” We 're very flexible with what’s needed depending on
the family and how they re coping and what the severity is. (SLP 12)

The need to individualise services in terms of the frequency, or the nature of the
services (e.g., education vs active rehabilitation) was noted to be influenced by
diagnostic groups alongside personal factors. As SLP 10 stated:
[what the SLP does] really does depend on what they’ve [the client has] got. For
example, for someone with COPD it’s early intervention and preventative work. It also
depends on how motivated they are or how often they cancel their appointments. (SLP

10)
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Where SLPs were working with clients with progressive neurological conditions they
highlighted the importance of providing education and tailoring their service to disease
stage and presenting condition. For example, SLPs reported being more involved with
clients and their families as the disease progressed. As SLP 6 explained:
Due to the nature of Parkinson’s, they may need a little bit more advice about texture
modification in the future... So for progressive neurological, I tend to have that more
frequent, supportive role. (SLP 6)
3.4.1.2 Speech-language pathologists require a different skill set

Some participants stated that working in the community and particularly in
client’s homes, required a different skill set to other settings, and this was particularly
apparent for those who had previously worked in an acute setting. At times these skills
related to skills used in other healthcare settings but were drawn upon more so in the

community setting, such as education as SLP 2 describes:

What I find is the difference between my job and when I was working in acute, is that a
lot of my job is trying to educate my patient and their carer or family as to why they
need to make the certain changes that they do and trying to find ways for them to stay
compliant with those recommendations. (SLP 2)

Other SLPs described the knowledge gap that can exist between hospital and
community-based SLPs:

... When 1 first stepped into the position I was like “Oh what is this job? What do you
mean, what is it? What do [ do?” and I think if hospital speech therapists could
understand what it’s like day to day working in community health, there’d be a lot more
referrals and a lot less stress on the hospital system in terms of managing those clients.
(SLP 5)

The skill adaptations required in the community also transcended SLP clinical skills and
related to managing the social complexities of being in the client’s home and making

realistic client recommendations:

Any kind of community service is never straight forward. I do so much social work it’s
insane. There’s so much social complexity for people living in their community. In a
hospital environment it’s so much more contained and you’ve got your social workers
and you work on safe discharge. But in the community, things vary. Like, there’s

domestic violence... it’s so much more than this tiny little issue. (SLP 5)

77



Participants also emphasised the flexibility, creativity and resourcefulness required in
community-based SLP practice compared with hospital-based work. Several
participants spoke about the flexible approach they needed to employ in the community
compared to other settings:

When people are in hospital ['ve found they re more accepting of recommendations
from clinicians. They take it in turn and go “yep, this is part of medical management.”
But when a client is at home it’s very different. They 're like “well these things work for

me” and “I’'m back in a place where I need to be normal.” So you can’t be so rigid in

your recommendations, you have to be flexible and work with the client. (SLP 13)

It was also apparent from the interviews that participants regularly exercised creativity
and resourcefulness to achieve sustainable outcomes for clients:

...We had a lady the other day and she didn’t have any way of measuring, and we just
got all these different types of cups and spoons and just tried to figure out a way of

making up the 185mL for this thickener... Luckily I had an empty container in the back
of the car that I could use! We've taken people to buy blenders before, gone through

and had a look at what frozen meals are suitable for them ... seeing what it is, what they
can afford, what they can get in and what they like and how we can change it all for
them. (SLP 15)
One participant also highlighted that in the community, the complex realities of clients’
lives also challenged priorities, which would ultimately require a different SLP
approach:

A client doesn’t often see their swallowing as much of a concern as you do... 4 lot of
these people are tired, always tired. I'm sure there’s a huge amount of undiagnosed
depression as well. A lot of them have recently lost (driving) licences or they ve got

other medical priorities that make swallowing not seem that big of a deal. Their carer

may be in even more compromised health than they are. So sometimes when you shake
it all down, swallowing is not always flashing at the top of their head... (SLP 6)
Participants also emphasised that the community SLP skill set was more ‘big picture’
and took an overall view of the client’s world:
I've cooked meals in the homes with them and taught them how to scramble eggs so that
they 're moist enough. I get to sit with them [the client] and assess their swallow at their
dining table with their dog eating the crumbs off the floor. You pick up so much when

you 're in that home. The carer is hovering about. I can look in their fridge and hold up
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something and suggest it. I can go into their medicine cupboard and see do they have
any Biotene [dry mouth product] left. (SLP 6)

3.4.1.3 Interactions with primary care and community agencies

All participants spoke about the importance of interactions with other health
professionals, either within their organisation’s team or across organisations. Many also

mentioned the importance of linkages with community-based services and agencies.

We’ve got [access to] a whole range of services so it depends what’s happening for
someone. If there are social issues, [ might make a referral to council or aged care
assessment for services. There might be a need for counselling. If they seem to
potentially have a neurological condition without being diagnosed, I'll write to their GP
to suggest a referral to a neurologist. I'll sometimes refer people to disease specific
organisations like the MS [multiple sclerosis] Society... (SLP 11)
Some participants spoke about the benefits of being co-located and collaborating with
other health professionals:
We’ve had instances where the dietitian and I will go around their [the client’s] local
supermarket and label the aisle and the product that is safe for that client. (SLP 6)
Even those who did not routinely work alongside other professionals explained that a
multidisciplinary focus with regular communication was vital:
I'’ll get in contact with the dietitian if I need to, and/or physio so we also work in
together. I send them copies of my reports as well as to the GP. We often do that ...
we re often in contact with each other and we know who’s going in and what’s
happening. It’s a real team approach even though none of us are in there at the same
time. (SLP 4)
Many participants spoke of the range of organisations outside their own that they could
refer clients with dysphagia to, which included referrals to other health professionals
and services. While some participants found interacting with other professionals and
agencies outside of their organisation to be straightforward, other participants
highlighted challenges, particularly within the private sector:
More integration is needed between private specialists within the community and GPs

[general practitioners / family doctors], allied health and care providers. (SLP 11)
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3.4.2 Subtheme 2: Values and Approaches are Different in the Community
Context

Participants shared rich information about their values and approaches when
working with community-based clients with dysphagia. This involved seeing the overall
view of the client, thinking holistically about their care and not just considering but

valuing the client and carer’s preferences in decisions about care.
3.4.2.1 Holistic viewpoint

It was apparent that participants felt a holistic viewpoint was important when
working with adults with dysphagia at home, as well as with their caregivers. Many

spoke about this as central to their clinical practice.

1 think seeing dysphagia with the whole person and what’s going on for them is one of
the most important things. It really comes back to what else is happening for them and [
tend to be very broad in looking at what’s happening for someone. (SLP 11)

Many identified that it was also necessary to consider the client beyond their
swallowing impairment, to consider all aspects of health and wellness, and optimisation
of this where possible. As SLP 4 described:

If they 're eating better and swallowing better, and they re not aspirating, and their diet
is improving, they 're gaining weight then they re going to go and mobilise a lot better.
So it’s a knock on effect with all the other allied health. And then the social worker
would say “well they re a lot happier now!”” (SLP 4)

One participant identified that working holistically may also be influenced by individual

SLP preferences and the service culture:

Like any service, it depends on the clinician and how they view clinical care and what
they’re willing to put in. Weve got really dedicated, holistic clinicians that put the
client first, are really person-centred and aren’t like “Oh but you have to have
thickened fluids or I'm not going to see you again.” (SLP 13)

Participants noted that part of the holistic approach included considering the role other
health professionals could play in the support of clients and complementing that with
practical supports that could be provided by the SLP at home. As SLP 10 described:
1t’s about looking outside the square to see how else we might help that might actually
have some sort of impact. Either by identifying referral to other health professionals ...

as far as food preparation goes, and ideas for managing better at home. (SLP 10)
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3.4.2.2 Client autonomy

Most participants emphasised the importance and value of client autonomy when
working in the community setting. Many felt their service was designed with the clients
in mind and that the speech-language pathologist role was firmly to support clients and

carers, depending on the client’s dysphagia priorities. As SLP 8 stated:

Clients are the driving force behind how our service is delivered; it’s very client-
centred and we do what the client wants, within reason.
Many acknowledged that it was both difficult but important to strike a balance between
the client’s dysphagia priorities and safe swallowing practices, recognizing that the
client is free to make informed choices:

Just optimising oral intake so that the person enjoys it as much as possible. That they re
as safe as possible, and if they chose not to have that as safe as possible well then, it’s
an informed choice and they understand the risks. So whatever the client wants from me
in terms of dysphagia management, is what I’'m there to provide. (SLP 5)
Participants also highlighted that autonomy in the community context requires clients
and carers to take responsibility for their healthcare, but that this requires a degree of

availability on the part of the SLP:

I've always encouraged them to ring me. So I'll often get a phone call from someone’s
daughter or wife just to ask me a question about something. I’ll go through it on the
phone with them... I've tried to establish a really open rapport so that they can feel

comfortable to ring me about anything and they do. (SLP 4)
As such, community SLPs emphasised the importance of general education and
empowerment, but also to remaining available as therapists:

We want to be making sure that our patients are really thriving in the community. That
they 're safe and that what we can offer them helps them to live their best life; enjoy the
quality of life they have, enjoy the food and drinks that we can have them managing
safely. The goal of our service is to empower them with education so that they don’t
become reliant on us. That they can quite confidently manage their dysphagia and just
contact us if something changes. (SLP 14)

3.4.2.3 Carer engagement

Across all participants, the role of the paid and unpaid carers was discussed. Most
identified that this was a greatly valued role, and central to maintaining client health

overall, as well as implementing dysphagia recommendations:
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Without the carers, I don’t think anything would work. They re so vitally important in
the community whether that be the case managers ... or daughters, wives, husbands —
phenomenal people... They 're all incredibly important in terms of education,
compliance to recommendations and supporting informed choice and quality of life
decisions. (SLP 5)
Conversely, in cases where there were no carers, the words of SLP 2 demonstrate the
difficulties that could arise:
I've found that clients who don’t have a carer or family support helping them, tend to
not go that well with whatever recommendations they re on. (SLP 2)
Some participants shared how the pivotal role of the carer influenced their own
approach to clinical practices, with the carer seen as a key part of the team supporting
the client, receiving education and training and making collaborative decisions:
The family are very involved with my client. It’s not just me coming in, it’s like “Okay,
we re a team now and I’'m seeing your husband and you re part of this team”. I want
them to know we re all on the same level and I’'m not this professional whatever that’s
going to come in and tell them what to do. We make decisions together — the patient,
myself, the carer. We always do it that way. (SLP 4)
3.4.3 Subtheme 3: Organisational Influences Impact Service Delivery in the

Community Context

Organisational influences such as policies and resourcing were described by
participants as central to how their service operated and therefore informed the care they
could undertake with clients and families. In some cases, the organisational influences
positively influenced service delivery, while for others these presented barriers to

optimal care.
3.4.3.1 Diverse structures and policies

The influence that various service structures, governance and policies had on SLP
service provision for community-based clients with dysphagia was apparent in each
interview. In some cases, policies supported optimal dysphagia care through being

flexible and tailored to the individual needs of each client:

We are very autonomous. We don’t have someone above us saying “right, well now
you re not to do that or you are able to do that.” We can really see people as often as

we want them to be seen. (SLP 12)
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However, for others this was not the case:

Our health executive team has lost the needs of community health. It’s all about
supporting the hospital and their business, managing people that are sick. But of
course, were trying to get them before they get too sick. (SLP 3)

It appeared that there were numerous pressures on community-based SLP services and
that hospital-based changes impacted how and where community-based clients were
seen:

Our hospital services have changed recently. Everything was hospital-based, for
outpatient services, but now, if you’ve had an admission you will get some appointments
associated with your admission. But apart from that, nothing. That’s really affecting our

service because everything from the local hospitals is getting pushed through to us.
(SLP 10)

3.4.3.2 Service capacity and resources

Funding was a recurring topic for participants, noted as both a service challenge
and a service enabler, and encompassed everything from staffing through to physical
resources available for SLP care. Participants described how their services were funded,
with many services accessing multiple funding sources, which influenced the type of

services they could provide to community-based adults with dysphagia:

[There are] lots of different funding streams, it’s constantly impacting on how you do
things. Even though broadly the pattern [of service] stays the same, the frequency and
shape of it change a bit depending on funding. (SLP 6)

Unfortunately, multiple funding streams also resulted in a number of inconsistencies in
services provided. For example, for some adults living at home with dysphagia, the cost
of thickened fluids was covered by the hospital, while for others, this cost was incurred

by the client and family:
... If they 're put on thickened fluids in the hospital, they can get it covered (financially).
[Others] are forking out for that year in and year out. (SLP 9)
Resource constraints were also mentioned by several participants, and reflected in
limited equipment and physical resources, such as therapy rooms in health service
facilities. Funding for equipment appeared to be limited in community settings:
In community, you re not particularly well-funded for resources, say equipment and
therapy materials. I've come from different rehab services, so I've got a lot of

resources. Otherwise I wouldve been stuffed! New and upcoming equipment that’s

83



available in hospitals, like SEMG for example, we don’t have funding for that. We are
trying to set up an equipment loan pool with dysphagia stuff. So meter-flow cups and
everything like that. Looks like it’s going to have to be community funded so ...
(laughs). There are a few more hurdles in community than I've had in hospital. (SLP
13)
Participants emphasised the need for more funding for community-based clients; to
keep them supported at home, and out of hospital:
There needs to be more funding in the community as a whole. Not just for dysphagia
patients, but all of the people who come through. I think keeping them out of hospital,
providing as much support to keep them in the home is where resources should go. (SLP
15)
SLP staffing as well as that of the multidisciplinary team and allied health assistants
was also discussed by participants as a factor driving how community-based services
for adults with dysphagia are delivered. SLPs explained numerous pressures on their
time, such as how their work day was not just busy with seeing clients, but also with
travel and associated administrative tasks:
For instance today, I had an over one hour drive between two clients so that does
impact on what you can achieve. (SLP 6)
Noting the multidisciplinary nature of community-based SLP practices, it was
recognised that other community therapist workforces” impact on the delivery of SLP
services. For example, the role of other health professionals in the care of community-
based clients with dysphagia can be negatively impacted by a lack of available health
professionals to refer to and see clients with:
Sometimes we 're not able to see clients in a multidisciplinary or interdisciplinary
fashion... because the other allied health don’t have enough FTE. OT can have a
waitlist of over a year and it’s similar for physio. (SLP 13)
In response to shortages of community-based SLPs and other service providers, some
SLPs described utilising an allied health assistant workforce to support clients with
dysphagia in their services. This sometimes supplemented but usually enhanced the
care provided by the SLP service. For example, through doing rehabilitation exercises
and education:
We also do utilise our allied health assistant quite a bit if we 've got a patient requiring
dysphagia rehab. We are doing more training with our AHAs now to be able to

implement that in addition to face to face SLP time... I know they can spend more time
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with those patients doing the explanations ... They can give the patients time to
practice, which to be honest, is more beneficial than us sitting across the table from a
patient giving them a handout. I think they need someone to invest time in preparing

what they need to prepare at home. (SLP 14)
3.5 Discussion

The current study has provided in-depth insights into the clinical practices of
speech-language pathologists working with community-based clients with dysphagia
and their carers, as well as rich information about the services they work within.
Emerging from the interviews was a clear story that the community setting commands
speech-language pathologists to approach dysphagia care differently as they are seeing
clients in the ‘real world’. The findings shed light on the various ways speech-language
pathologists adapt their skills and mindset when working with community-based adults
with dysphagia and their carers, and how dysphagia care in the community encompasses
different values and approaches compared to other clinical settings encompassing the
client’s social circumstances and practical supports. Prominent in the participants’
perspectives was how the services within which they worked influenced the care they
could provide to clients and carers, and all discussed aspects of their service that

enabled and hindered optimal care.

Participants spoke about how they felt dysphagia care in the community was
distinctly different to SLP practices in other settings, and this required adaptation of
their skills and mindset. Many shared previous experiences of working in the acute
hospital setting and contrasted their community experience as being more ‘hands on’. In
large part, the adaptation of SLP skills and mindset revolved around where and how the
care occurred; most participants saw clients in the clients’ home. These speech-language
pathologists overwhelmingly identified the value of seeing the client’s ‘real world’,
which many viewed as an opportunity not easily afforded in other clinical settings.
They explained that the home setting enabled practical dysphagia support (e.g., cooking
demonstration or pantry discussion), greater insights into other challenges the client
might be living with (e.g., complex family or social circumstances), and more
meaningful understanding of how the client and carer could be supported beyond the
swallowing impairment (e.g., with referrals to other professionals or agencies). While
the current qualitative design provided greater insights into dysphagia clinical practices

and services in the community than previous studies, the perception that home-based
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care may be optimal for supporting clients and carers is not new. A meta-analysis
assessing the effect of ‘hospital in the home” services found reductions in mortality,
lower hospital readmission rates and costs, and increased patient and carer satisfaction
(Caplan et al., 2012). Research conducted with adults with traumatic brain injury and
their significant others explored perspectives consumer perceptions of day hospital
versus home-based intervention and found that both clients and their significant others
perceived home-based therapy as more relaxing, normal, satisfying, effective and
generally preferable (Doig, Fleming, Cornwell, & Kuipers, 2011). It appears that the
home environment may be optimal for clients, carers and clinicians alike. However,
how speech-language pathologists undergo this service model adaptation, and whether
additional or explicit support is needed during this transition, requires further

investigation.

A key finding from this study was the notion that SLP values and approaches are
different in the community. Particularly, many participants felt providing holistic care
and psychosocial support for people with dysphagia and their families was needed in the
community and core to community practice. This is a distinctly different approach to
the medical model often found in the acute hospital setting (Armstrong, 2003).
Reinforcing the notion that psychosocial care is central to community SLP practice, a
recent study that investigated SLP beliefs regarding quality of life in dysphagia found
speech-language pathologists believed that “quality of life is more appropriately
addressed by speech-language pathologists based in a community setting because in the
acute setting ‘care is often focused on acute medical status” (Moloney & Walshe, 2019,
p- 45). Whether speech-language pathologists have the skills or confidence to provide
holistic care and psychosocial support was not clear from the current study, however the
work of Moloney and Walshe (2019) found speech-language pathologists lack
confidence to support quality of life issues in dysphagia and report a lack of available
training and education during university study and post-graduation. Further research
exploring speech-language pathologist confidence and capability to undertake
approaches, such as holistic care and psychosocial support, in community-based
dysphagia care is warranted. It is possible that speech-language pathologists
transitioning to working in the community setting would benefit from practical
education and training to adapt their practices and approaches to enable provision of

holistic care and psychosocial support.
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The current study highlighted that a major driver influencing speech-language
pathologist dysphagia practices is the organisational influences within the services they
work. Several relevant factors which affect service provision were identified, including
service governance structures, policies and resources. While some speech-language
pathologists reported funding as a service enabler, many speech-language pathologists
also reported significant funding constraints. Funding constraints were reported to
impact staffing levels, both within SLP and other professions, as well as availability of
physical resources and equipment. This finding may not be unique to dysphagia care in
the community; Rose et al. (2014) found the same challenges were reported by speech-
language pathologists working in aphasia rehabilitation. While these findings may be
relevant to all areas of SLP practice, they present important considerations in the

delivery of optimal care.
3.6 Limitations

This study represents clinical practices of the Australian healthcare setting which
is in large part, publicly funded. While this mirrors many international settings
including that of the United Kingdom, the generalisability and transferability of findings
to other contexts where publicly funded services are not the dominant mode of service

delivery may be limited.
3.7 Conclusion

This study has provided insights into the work undertaken by community-based
speech-language pathologists working with adults with dysphagia who live at home. It
is apparent that the nature of work undertaken in the community setting differs from
other care settings, such as the acute hospital setting, and requires adapted SLP skills,
values and approaches that encompass holistic care, client autonomy and carer
engagement. This raises implications about how speech-language pathologists are being
supported in their transition to community-based work. SLP practices are informed by
organisational influences such as policies and resourcing, which in some services may
enable optimal care, and for others may present challenges. Services must continue to
foster flexible and responsive SLP practices tailored to the individual with dysphagia to

ensure the needs of clients and carers are met now and into the future.

87



Acknowledgements

The authors acknowledge the speech—language therapists who participated in this
study for sharing their practices and experiences. Thanks also to research assistants
Georgina Klokman and Kylie Burke, who transcribed the interviews. Declaration of
interest: The authors report no conflicts of interest. The authors alone are responsible for

the content and writing of the paper.

88



Chapter 4.

Client Perspectives on Living With Dysphagia in the Community

Chapter 2 found SLP dysphagia caseloads in the community setting reflect a
diverse range of health conditions and population groups, yet as Chapter 1 outlined,
what is currently known about the client experience of dysphagia at home has been
mostly confined to stroke and head and neck cancer populations. Understanding the
client perspective of living with dysphagia at home, across a range of population
groups, was therefore necessary to obtain a broader and deeper understanding of the
issues clients and caregivers may experience. Further, Chapter 3 described what speech-
language pathologists perceived they needed to do as part of their community-based
dysphagia care for clients and caregivers based on their clinical experience.
Understanding the client and caregiver perspective about living with dysphagia at home
was essential to gain a well-rounded view of the issues clients and caregivers may

experience, which speech-language pathologists may be required to support.

Chapter 4 describes the lived experience of dysphagia from the perspectives of
clients with dysphagia due to a variety of causes, living at home in the community.
Using a qualitative descriptive approach grounded in phenomenology, clients were
interviewed about their experiences living with and managing dysphagia at home (see
Appendix 5 for interview guide). Participants were not in a previous or current

therapeutic relationship with the researcher at the time of recruitment or interview.
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4.1 Abstract

Literature to date describing the lived experience of dysphagia has predominantly
focused on the clinical populations of stroke and head and neck cancer. The current
study aimed to understand the experience of people with dysphagia of varying
aetiologies living at home in the community. Using a qualitative descriptive approach
grounded in phenomenology, individuals with dysphagia were interviewed (n = 15)
about their experiences living with and managing dysphagia at home. Thematic analysis
revealed an overarching theme of “Journey of discovery — learning to live with
dysphagia”, which described the process of managing dysphagia at home. This theme
was characterised by three subthemes: (1) The story of dysphagia; (2) Engaging with
support networks; and (3) Limited community awareness of dysphagia. This study
highlights a range of psychosocial impacts individuals with dysphagia living at home
may experience. Participants described how managing other health conditions alongside
dysphagia influenced their perspectives about dysphagia. Speech-language pathologists
must consider individual client health priorities and provide support for not just the
physical but also the psychosocial needs of clients. The reduced profile of dysphagia in
our communities continues to be an ongoing barrier for clients with dysphagia and their

families.
4.2 Introduction

Physical consequences of dysphagia such as dehydration, malnutrition, and
aspiration have been well-documented and understood by health professionals for many
years (Carrion et al., 2017). Knowledge about the psychological and social impacts of
dysphagia has been the focus of more recent studies, typically describing the patient’s
lived experience of dysphagia. However, gaps remain about how these psychosocial
impacts manifest in heterogenous populations living with dysphagia, across different
settings (e.g., acute, rehabilitation, community), and how speech-language pathologists
can optimally support people with dysphagia and their caregivers across the care

continuum.

In particular, the community setting has become a key context for the support of
people with complex and chronic conditions such as dysphagia (United Nations
Department of Economic and Social Affairs Population Division, 2015). While it has
been established that SLP dysphagia care in the community requires a different

approach to that of the acute setting (Howells, Cornwell, Ward, & Kuipers, 2019b),
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community-based SLP services appear to be maintaining impairment-focused practices
(Howells et al., 2019a). To determine how SLP services can best support community-
dwelling clients with dysphagia and their families, it is important to understand the

lived experience of people who are living with and managing their dysphagia at home.

The majority of the qualitative research describing the lived experience of people
with dysphagia managing at home in the community has focused on two specific
populations; post-stroke (e.g., Carlsson et al., 2004; Helldén, Bergstrom, & Karlsson,
2018; Jacobsson, Axelsson, Osterlind, & Norberg, 2000; Martino et al., 2010; Medin et
al., 2010; Moloney & Walshe, 2018; L. Perry & McLaren, 2003) and studies of patients
with head and neck cancer (e.g., Larsson et al., 2003; McQuestion et al., 2011; Nund,
Ward, et al., 2014b; Ottosson et al., 2013). Literature exploring the experiences of
people with dysphagia in other populations is scarce; our review found one in the
Parkinson’s disease literature (N. Miller et al., 2006); one in the MND literature
(Lisiecka et al., 2019) and one incorporating a small range of groups including stroke

and cancer not specified (Seshadri et al., 2018).

Across the studies conducted to date, some common themes have been reported.
Physical changes relating to swallowing have been reported in most studies, though
often appear linked to the condition. For example, the head and neck cancer studies
noted physical changes due to cancer treatment (e.g., changes to taste as a result of
chemoradiation) (Larsson et al., 2003; McQuestion et al., 2011; Nund, Ward, et al.,
2014b; Ottosson et al., 2013). In the one study of people with Parkinson’s disease,
physical changes were related to fatigue effects (N. Miller et al., 2006) while in the
stroke literature, such changes were due to physically impaired structures (Moloney &

Walshe, 2018).

All reviewed studies found people with dysphagia reported a range of
psychosocial issues, suggesting the psychosocial impacts for the person with dysphagia
are as significant as the physical impacts. Accordingly, it may be inferred that health
professionals working with clients with dysphagia must also understand and respond to
these psychosocial issues as part of usual care, which may pose a challenge for
community-based SLP dysphagia services (Howells et al., 2019a). Firstly, participants
in the studies to date described a raft of negative emotional responses such as feelings of
fear, panic, loss, hopelessness, frustration and embarrassment (Jacobsson et al., 2000;

Larsson et al., 2003; Lisiecka et al., 2019; Martino et al., 2010; McQuestion et al., 2011;
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Medin et al., 2010; N. Miller et al., 2006; Moloney & Walshe, 2018; Nund, Ward, et al.,
2014b, 2014c; Ottosson et al., 2013). Other participants spoke of feelings of hope and
survival (Helldén et al., 2018; Jacobsson et al., 2000; Larsson et al., 2003; Moloney &
Walshe, 2018; Ottosson et al., 2013; L. Perry & McLaren, 2003). Participants across a
number of studies also identified lifestyle changes as a result of dysphagia including
less frequent social outings or substantial changes to the nature of outings (McQuestion
etal., 2011; Medin et al., 2010; N. Miller et al., 2006; Moloney & Walshe, 2018;
Ottosson et al., 2013; L. Perry & McLaren, 2003). Some studies described how
participants withdrew from social interactions involving food altogether; for those with
MND, this was due to fear of choking or reduced stamina (Lisiecka et al., 2019) while
for those following head and neck cancer treatment, this was due to feeling embarrassed
about changes to the way they ate (Larsson et al., 2003). Eating only with family was
seen as a preferred option for many (Medin et al., 2010; Ottosson et al., 2013; Seshadri
et al., 2018). Research has also highlighted the lack of understanding that exists within
the community about dysphagia. Studies by Ottosson et al. (2013) and Nund, Ward, et
al. (2014b, 2014c) in the head and neck cancer literature and Medin et al. (2010) in the
stroke literature described the difficulties experienced by people with dysphagia to eat
in the company of friends or at restaurants due to limited food options and lack of
acceptance of certain mealtime behaviours (e.g., coughing). This lack of understanding
has also been reported to include health professionals (Ekberg et al., 2002; Helldén et
al., 2018). Such widespread lack of awareness about dysphagia raises important
questions about how clients can be optimally supported in their communities and in the
healthcare system. It also highlights the important role speech-language pathologists can
play in advocacy for people with dysphagia and in the education of significant others

and the general community.

Although existing studies have identified a number of important issues, a range of
limitations can be identified. Helldén et al. (2018) noted that most studies exploring
client perspectives following stroke have focused on the first six months post-stroke
rather than longer term impacts for those living with more chronic dysphagia (e.g.,
Jacobsson et al., 2000; Medin et al., 2010; Moloney & Walshe, 2018; L. Perry &
McLaren, 2003). Other studies have utilised very small sample sizes of five or less
participants (Carlsson et al., 2004; Helldén et al., 2018). Further, only three studies have

explored the lived experience of dysphagia beyond either the stroke or head and neck
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populations, despite the recognised diversity in client groups that community speech-
language pathologist dysphagia caseloads are known to reflect (Howells et al., 2019a;
Rumbach et al., 2018). Therefore, it is timely to document a broader view of the issues

that may affect a range of people with dysphagia living at home in the community.

The aim of the current study was to understand, from the perspective of people
with dysphagia caused by various aetiologies, the experience of managing dysphagia at
home. The research team specifically sought to understand how dysphagia impacts on
the lives of adults living at home and to identify what they perceive as the barriers,
enablers and key issues to managing their dysphagia. It is proposed that obtaining an in-
depth understanding of the experiences of people with dysphagia from a variety of
aetiologies will inform priority setting for speech-language pathologists working with
dysphagia in the community and will ultimately support the design of SLP services to

more holistically meet the increasing needs of clients living at home in the community.
4.3 Methods

A qualitative, descriptive approach grounded in phenomenology as described by
Sandelowski (2000) and used in the area of dysphagia by Nund, Ward, et al. (2014c)
was adopted. Ethical clearance was provided by the relevant health service and
university human research ethics committees (ethical approval letter can be found in

Appendix 6).
4.3.1 Participants

Clients with dysphagia aged >18 years of age, living at home in the community,
receiving their primary mode of nutrition and hydration orally and with adequate
English, cognitive, and communication abilities to participate in an interview were
recruited. Recruitment occurred through public and private SLP services as well as
through media coverage regarding the primary researcher’s program of research.
Cognition was screened prior to the interview using the Mini Mental State Exam

(MMSE) (Folstein, Folstein, & McHugh, 1975) and all participants scored > 20.

A total of 22 adults with a known diagnosis of oropharyngeal dysphagia provided
consent for the researcher to contact them about the study. Five subsequently declined
to participate and two were ineligible to participate. The remaining 15 adults were
recruited into the study. Participants were predominantly male (five female) and ranged

in age from 30 — 93 years with a mean of 71.7 years (SD = 14.4) (Table 1). Thirteen of
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the 15 were aged > 65 years. In total, the study recruited five participants with
dysphagia of cerebrovascular aetiology, seven with a progressive neurological condition
(six with Parkinson’s disease and one with multiple system atrophy-cerebellar), one
with dysphagia due to general ageing, one with a history of base of tongue cancer and
one who had sustained a jaw fracture and was living with long term impacts to eating

and drinking.

Further information about each participant’s demographics relevant to their
dysphagia was collected by the researcher immediately following the interview and is
contained in Table 4.1. Participants completed a Dysphagia Handicap Index (DHI)
(Silbergleit, Schultz, Jacobson, Beardsley, & Johnson, 2012), an Eating Assessment
Tool (EAT-10) (Belafsky et al., 2008), and an Assessment of Quality of Life (AQOL-
8D) questionnaire (Richardson, lezzi, Khan, & Maxwell, 2014). Reported dysphagia
handicap on the DHI varied between participants, ranging from no handicap to severe
handicap, while all except two participants reported experiencing dysphagia symptoms
on the EAT-10 (where a score of >3 indicates presence of dysphagia). The AQOL-8D
scores reflect variability in the quality of life impacts participants were living with at the
time of interview across a range of domains including independence and mental health,
with higher scores suggestive of greater quality of life impact.

4.3.2 Procedure

Interviews were conducted face-to-face by the primary researcher in the
participant’s own home except for one participant (Participant 5) who attended the
interview at the university. Using an interview guide (see Appendix 5), participants
were asked about their experience of living with dysphagia, their perceptions of how
they had adjusted, and they were asked to describe barriers, enablers and key issues they
had experienced when managing dysphagia at home in the community. The interview
guide ensured the primary researcher covered relevant topics during the interviews with
questions adapted where appropriate during the interview to ensure conversational flow

(Patton, 2015).

Interviews lasted between 22 minutes and 1.5 hours and were audio recorded to
enable accurate transcription. Following each interview, the primary researcher kept a
reflective journal to support transparency in the research process (Ortlipp, 2008) (see
Appendix 4 for an excerpt from the journal). As the journal entries contained summaries

of participant experiences, they also assisted in recognising when data saturation had
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occurred; that is, when no new information was generated from subsequent interviews

(Fusch & Ness, 2015). This occurred in the last 4-5 interviews.
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Table 4.1

Participant characteristics (n = 15)

Participant Age Gender Employment Dysphagia aetiology  Dysphagia Eating Assessment IDDSI
ID status Handicap  Assessment of Quality of recommendations
Index Tool (EAT- Life (AQOL-
(DHI) Total  10) Total 8D) Total
Raw Score
1 81 M Retired Parkinson’s disease 32 8 92 Regular
Mildly thick
2 93 M Retired Stroke 24 8 87 Soft and bite-sized
Mildly thick
3 73 M Retired Parkinson’s disease 26 6 79 Regular
Thin
4 78 M Retired Parkinson’s disease 12 1 81 Regular
Mildly thick
5 49 M Disability Parkinson’s disease 46 16 111 Soft and bite-sized
pension Thin
6 71 M Retired Parkinson’s disease 22 16 78 Regular
Thin
7 74 M Part-time Stroke 12 1 69 Regular
Mildly thick
8 78 F Retired Parkinson’s disease 62 16 121 Soft and bite-sized
Mildly thick
9 30 F Part-time Stroke 52 19 61 Soft and bite-sized

Thin
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Participant Age Gender Employment Dysphagia aetiology  Dysphagia Eating Assessment IDDSI
ID status Handicap  Assessment of Quality of recommendations
Index Tool (EAT- Life (AQOL-
(DHI) Total  10) Total 8D) Total
Raw Score
10 84 M Retired General ageing 40 13 83 Soft and bite-sized
Mildly thick
11 66 F Retired Arteriovenous 16 5 114 Soft and bite-sized
malformation (AVM) Mildly thick
12 74 M Retired Base of tongue cancer 58 23 72 Soft and bite-sized
Thin
13 73 F Retired Multiple System 54 17 80 Soft and bite-sized
Atrophy-Cerebellar Thin
(MSA-C)
14 76 M Retired Stroke 8 3 67 Regular
Thin
15 76 F Retired Jaw fracture 48 12 50 Soft and bite-sized

Thin
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4.3.3 Data Analysis

Thematic analysis was undertaken as described by Braun and Clarke (2006). The
primary researcher began by reading the interview transcripts several times to become
immersed in the data and initial impressions were noted (Braun & Clarke, 2006).
Independent open coding of two transcripts by the primary researcher and a member of
the research team not involved in the interviews occurred and the two researchers met to
establish consensus on the codes (Elliott, 2018). The primary researcher then analysed
the remaining transcripts, adding and refining codes when new insights were evident in
the transcripts (Braun & Clarke, 2006). At the conclusion of coding, the primary
researcher also re-coded a clean transcript from early in the coding process to ensure
consistency in coding across time (Elliott, 2018). During a meeting with the research
team, the final list of codes was grouped and categorised into one overarching theme,
three subthemes and several categories. Comments made by participants that resonated
with the categories were noted and attributed to the participant’s identifier to ensure
trustworthiness of the data (Braun & Clarke, 2006). All participants were provided with
a written summary of the main research findings and asked to provide feedback. Eleven
of the 15 participants provided feedback, and all confirmed the researchers’

interpretation of their experiences.
4.4 Results

Thematic analysis revealed one overarching theme and three corresponding
subthemes which described the participants’ experiences of managing dysphagia at
home. The overarching theme of ‘a journey of discovery — learning to live with
dysphagia’ described the journey participants had embarked on since becoming aware
of dysphagia and its symptoms, detailing the various discoveries they made in their
adjustment to life with dysphagia. Specifically, their journey included three key
subthemes: (1) the story of dysphagia; (2) engaging with support networks; and (3)
limited community awareness of dysphagia. Each subtheme contains categories that

further elaborate on the participants’ views.
4.4.1 Subtheme 1: The Story of Dysphagia

Participants described their personal stories about their dysphagia journey,
detailing their swallowing difficulties and how these have impacted them in their day to

day functioning. Through these stories, they shared their experience of managing
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dysphagia in the context of other health issues, the losses and changes dysphagia had
caused for them, their discovery of solutions to support successful mealtimes and their
experiences of managing dysphagia outside the home, either at other people’s homes or

in cafes and restaurants.
4.4.1.1 Managing dysphagia within the context of other health issues

All participants described their current swallowing difficulties, highlighting their
own awareness of the physical impairments dysphagia had caused. Some participants
described the onset of dysphagia symptoms (e.g., coughing) but did not realise this was
an issue until becoming unwell: 7°d started to do a bit of coughing ... then when I got
pneumonia, we discovered [dysphagia] (P12). Some described their swallowing
difficulty in anatomical terms informed by VFSS findings: When I swallow, I get a tiny
bounce into the larynx and have to cough every time, many times (P7) while others
described what they thought was occurring for them: / tend to swallow around the side
of my tongue ... then I throw the head backwards to get the last bits down my throat so
usually I can hardly drink a cup of water without coughing. I cough quite badly. And
I've had a bit of trouble lately with swallowing solids (P6). Participants also described a
range of ways they minimised risk and maximised safety when eating and drinking
using self-taught strategies. These included eating/drinking slowly, having small
amounts, not talking during intake and chewing food ‘properly’: I keep clearing my
throat of saliva and I have to be content with swallowing more slowly. I just swallow
more deliberately and I have to be careful I don’t choke myself... Don’t swallow too fast
or too much at a time (P2). For participants reliant on medications to manage their
symptoms such as those with Parkinson’s disease, timing of medications and mealtimes
was important: The main thing about my swallowing is... eat around when my tablet’s

working ... (P5).

Related to the physical manifestation of dysphagia, all participants were living
with dysphagia alongside other health issues and spoke about dysphagia in the context
of these other issues. For most, their experience of dysphagia was difficult to separate
from broader health issues. This was particularly apparent for those who were living
with progressive neurological conditions and experiencing disease-related challenges or
those post-stroke with residual limb weakness as both directly impacted upon their
mealtime experience. For example, reductions in fine motor skills were noted: My fine

motor skills are not as good as they were. Just handling a knife and fork, yeah. Loss of
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dexterity ... Even if I'm hungry, I find I spend most of the time trying to cut a piece off
(P3). Challenges with balance and mobility also impacted on mealtimes: /¢’s [cooking]
a bit of a drag.... Cheese on toast or beans on toast, (I have) probably a bit more than I
should do. Especially when you 're not feeling well and you can’t hardly move your leg
(P5).

For many, managing a number of complex health issues made their dysphagia feel
like a lower priority, perceiving that other challenges such as mobility difficulties
impacted on their lives more than dysphagia. As described by Participant 3: One of the
problems with Parkinson’s is trying to manage the things that give you the most grief
and I'd say swallowing is probably at the lower end. Participant 9 described how, when
dealing with several health issues, managing dysphagia became ‘just another thing’ to
manage: It [dysphagia] hasn’t really affected me. I guess, because of the amount of
health issues I've had, it’s just kind of another thing. There was also a sense among the
participants who had had a stroke that their dysphagia was improving whereas some of
their other health issues were not. This further reinforced why dysphagia was a lower
priority for them: They re [swallowing difficulties] probably the least of my worries. I
feel like they 're getting better. But some other problems aren’t getting any better (P11).
However, one participant whose dysphagia diagnosis was new and directly related to
her progressive neurological condition described dysphagia as significant in the context
of her health condition: It [dysphagia diagnosis] has been a milestone for me in this
illness and it scared me because I could kind of see a downhill pathway ... and I don’t

know how fast that downhill pathway goes (P13).
4.4.1.2 Loss and change

Emotional responses to dysphagia were described by participants and focused on
their experience of losses and changes they had employed to accommodate the losses.
Describing the immense loss dysphagia can cause, one participant summarised: / eat to
live, I don't live to eat anymore (P15). Living with dysphagia caused participants a
range of emotional responses which underpinned the loss and change they experienced.
These included feeling embarrassed and self-conscious when eating in front of others:
When I'm chewing ... it’s not like other people. If I'm eating a meal with others, I keep
wobbling my lips which is a bit of an embarrassment (P2). Fear, hopelessness, and
despondence were all emotional responses described by participants, particularly for

those who felt their dysphagia was more permanent and / or worsening. Participant 8§,
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who was managing dysphagia in the context of Parkinson’s disease, described feeling
fearful initially: /¢t was terrifying, because all of a sudden I couldn’t swallow and 1
didn’t know what to do but noted that over time she thought: I°d rather live with fear or
else [ won’t be able to eat. Other participants felt a sense of hope that their dysphagia
would or had begun to improve, which was particularly apparent among those accessing
regular SLP sessions and / or doing swallow rehabilitation exercises: I think I'm
improving with the coughing. My own little aim is to get the muscles in here good

enough not to worry about the thickening (PI).

Participants described losses of certain foods/drinks, often mentioning foods they
missed: [ tend to avoid the big thick burgers but I love them (P5). These losses were
also described in the context of special occasions, such as Christmas: Christmas was a
bummer for me because you can’t eat all of the things you’d have at Christmas (P12).
Losses also extended to lifestyle activities. For example, Participant 9 described how
having dysphagia meant the loss of her previous interest in cooking: / used to love
cooking and now because I don’t eat a whole lot, (I'm) just not interested. Loss of
mealtime convenience was described by Participant 13 when she explained the
challenge of managing dysphagia when one is not ‘much of a cook’; in the past she said
she would call an Uber or Deliveroo or something if I'm tired but I can’t do that

anymore.

Loss of and changes to social interactions because of dysphagia, particularly
outside the home, were also apparent. For example, Participant 8 opted to no longer eat
at the local club: /I stopped going down there because I didn’t want to embarrass him
[husband]. From the perspective of a younger person with dysphagia, Participant 9
acknowledged: What I do miss, is going out and having a meal with someone and
having a drink. When describing an experience after leaving a restaurant where she was
unable to find anything suitable to eat on the menu, one participant shared: 7 was crying
when [ walked down the road. And I cry now because I thought this was my moment,
and I realised that life was never going to be normal again. Ever. Everywhere [ was

going to go and eat, I was going to have a problem (P15).

Many participants described the change in their thinking that had occurred as a
result of dysphagia, where they spoke of having a constant awareness of both dysphagia
and its risks: / think about it [dysphagia] all the time, you’ve got to be aware of it... you

have to think about what you do, you can’t just sort of rip in (P6). Participants also
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identified the need to consider the impact of dysphagia on those around them: /¢’s
been... a massive change. In your thinking about what foods you re gonna cook each
day. Everything revolves around it... And you gotta think about whether anybody else in
the house can eat it (P12).

4.4.1.3 Finding solutions for mealtime success

Overwhelmingly, participants were aware of the foods/drinks that caused them
swallowing difficulty and described ways they had attempted to still enjoy these items
by making adaptations. For example, by softening hard foods through dipping in a hot
drink: Biscuits ... I can dunk them. If I dunk them they re good but you can’t do that
when you're out (P12), peeling the skin of fruit/vegetables: If I ate an apple without
peeling it, bit of skin would catch in there [points to throat] very easily. So now, if I had
an apple I would cut all the skin off and cut it up to masticate it ... to you know, very
small pieces (P1), or by changing the way food was cooked: I like my steak well done
so it tends to be a bit harder. So I've tried to come down to medium well done now, to
make it a bit easier to eat (P5). Attempts at meal variety beyond the ‘traditional’ safe
foods were not always successful: [ tried making gnocchi but whether I didn’t cook it

enough, I bought some ready-made gnocchi and it was so rubbery that I haven't tried

again (P15).

For participants responsible for their own food preparation and cooking, finding
dysphagia-friendly recipes proved a challenge: I 've sourced simply soft food (recipe)
books but ... they re very basic and kind of a bit old fashioned... Mostly for older
people... it’s more like rest home food (P15). Sourcing ingredients and going grocery
shopping was also a process of discovery: My process has been, what foods do 1
actually like that I can have, that’s number one. Then make sure that I go shopping and
have giant lists and that it’s [the pantry’s] stacked... like tins of baked beans work fine
so make sure ['ve got lots of them... Make sure you’ve got all this stuff there so you

don’t get caught (P13).
4.4.1.4 Managing dysphagia outside of the home

The process of managing dysphagia outside of the home at family and friend’s
homes, restaurants and cafes was something all participants discussed. Many found
ways to enjoy food/drink outside of the home and described a range of strategies they

employed to minimise the negative impact dysphagia could have on their experience.
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For example, seeking out a table where people would not be able to observe the person
with dysphagia: What I tend to do is sit and eat in less conspicuous places. Like, if I can
sit in the corner somewhere facing the window... I feel a bit more comfortable than
people watching me (P5). Avoiding ordering certain foods was also a key strategy: 1’//
still go out with the family and have a meal, it’s just limited. Like, I'd never eat steak
(P9). Others described sticking to foods they knew were ‘safe’ such as cake and coffee
rather than a main meal: /’ve never eaten so much soft cake. Just plain cake, like
sponges and cream or cake and custard. That’s what I found ... the easiest; and then
didn’t have to worry about swallowing and didn’t have to worry about chewing (P14)
or going to food outlets that would have a large range of options, such as a buffet: We
go to[the club]. They have a buffet smorgasbord meal and I can go around there just
picking and choosing (P15). Ordering items not listed on the menu was also a strategy
that had been trialled with success: [ kept staring at it (the menu) thinking ‘oh dear!’.
But I asked them eventually ... I said ‘do you do omelettes?’ ... and they said they would
(P13).

Participant 9 described how she managed social situations with friends involving
eating: I’1l sort of just go to their place and I won’t eat in front of people. I’ll go there
and have chips and nibblies as opposed to sit there and have a meal with them.
Participant 9 was also the only participant to be working outside of the home. She
described the changes needed to lunchtimes to manage dysphagia at work: I’ll go out
for lunch, make a point of now going out. Whereas prior to this, I’d sit at my desk and
I’d eat a big bowl of salad and of course, now I just wouldn’t touch something like that.
Another participant described the challenge of going to industry lunches where
dysphagia was not catered for and the unknown of whether lunch would be something
he could consume: I still go along to industry meetings ... the food comes out in a
typically alternative drop ... sometimes you don’t know what (you’ll get) (P3). Some
participants described how, no matter where they went or what they ordered, their
dysphagia was still going to impact the experience: You can’t just go out to dinner and
have a meal. There’s some places you can go but I still (*cough*), I gotta cough after I

eat... Each time you swallow (P12).
4.4.2 Subtheme 2: Engaging With Support Networks

Participants described the support they had received from family and friends,
health professionals and their peers regarding their dysphagia and associated health
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condition(s) including practical, emotional, and social support. Overwhelmingly
participants identified that the supports they had received were positive and valued. On
occasion, participations identified ways family and friends, health professionals, and

peers could further support them.
4.4.2.1 Support from family and friends

Participants described the many and varied ways their family and friends had
supported them and their dysphagia. All participants described the appreciation they felt
when family and friends cooked for them and was especially appreciated by those living
on their own: My sister has started making me some pre-done frozen meals... when she
makes them, she makes sure they’re cut up small and stuff, because she knows how I'm
supposed to eat them. Then I just heat them up and they re much easier as well (P5).
Many participants also described how some friends willingly prepared dysphagia-
friendly meals: The first time I went there, she made this gorgeous little omelette. She
cut up smoked salmon into the tiniest pieces and she made a little avocado salad, it was
terrific! And since then, she just puts her head on it (P13). Others acknowledged that
while friends making a dysphagia-friendly meal was helpful, they lacked knowledge of
what to make, and often made the same thing: People bring a lot of lasagnes which are

pretty soft but you don’t want them every day of the week (P6).
4.4.2.2 Support from health professionals

Speech-language pathologists were among the most discussed health profession
that participants described in relation to their dysphagia. However, several participants
openly acknowledged they did not understand the speech-language pathologist role in
dysphagia: I didn’t know they [SLP] had anything to do with the swallowing (P6).
Indeed other participants described an incidental process of linking with SLP services
for dysphagia: Initially I went there [SLP] because I thought I needed to improve my
speech and then we had a discussion about swallowing and from then on, we actually

continued with the swallowing part... that was a very good outcome for me (P7).

Participants shared aspects of SLP services that had been particularly useful and
valued by them. This included having VFSS studies explained to them (We went
through it [VFSS clip] all again on the small screen ... she could show me slow motion
what was going on and I was asking questions ... and she came up with the answers all

the time so I was very happy with all of that (P12)) and going ‘above and beyond’ for
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participants. For example, Participant 13 shared how her speech-language pathologist
had supported her overseas travel plans in the context of dysphagia: We 're going to
Japan shortly and [SLP] has been giving me advice on that... She downloaded a menu
from a Japanese restaurant in [participant’s hometown] ... And then went through it
with me saying ‘tick, yep, that might be worth trying, nup, wouldn’t go near that.’... |
just thought that was just really useful, functional (P13). Another participant shared an
example of SLP dysphagia care that she highly valued: One day I was down, she bought
flour, butter and we made a cake together. And I tell you what, it was worth a million
dollars... it just made my day (P8). Some participants identified ways that speech-
language pathologists could better support them to manage their dysphagia, such as
practical information about what to eat and how to cook it: Something that would help
... is some information like a list of foods, the methods for making ... and a list of things
you can do... The speech therapy is really good but, bit more things on how to eat and

swallow, and things that are supposed to help it (P5).

Other allied health professionals (e.g., dietitians) were also described as a source
of information and support for living with dysphagia. Participant 12 shared how
working with a dietitian was particularly helpful for him: Talking to her and explaining
what was happening and how I was trying to manage it, we 've worked out a plan [foods

for dysphagia] between us which has been very good (P12).
4.4.2.3 Support from peers

Some participants described how people experiencing the same health condition
(e.g., Parkinson’s disease) had been a source of support for them. Attending local
groups, such as a stroke or Parkinson’s disease support group, helped them with their
health condition as well as the associated issues related to dysphagia: We laugh about it
[eating challenges] more than anything... other people have got the same symptoms as
me... You share each other’s experiences... my symptoms are normal for Parkinson’s.
Makes you feel better straight away (P5). Peer support also provided opportunities to
share tips and tricks and the friendships made in peer groups transcended the group for
some: we swap information... it’s picking up those things that might make your life a
little easier (P3). One participant described being linked with a disease-specific peer
group and initially refusing, but then had begun to reconsider as her disease progressed:
When I was first diagnosed I said “no thank you, I don’t really want to.” But I have

since found myself looking up other people with MSA [multiple system atrophy] because
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it’s rare-ish. (P13). Other participants shared how they had not been linked in with or
offered to be linked in with a peer group but felt this would have been helpful: /'ve
learned for myself but it might have been nice just for someone to come past ... saying ‘I
had this problem and if you do everything you re told, you’ll get through it’ (P14). As
one participant summarised, peer support focused on the practical aspects of managing
dysphagia would be more valuable than discussing psychological issues: I don 't want to
talk about how this makes me feel or mental issues or anxiety about it, I'm not
interested... I would like to talk about what recipes they 've come up with and where do

they shop and is there anybody who delivers good stuff you know? (P13).
4.4.3 Subtheme 3: Limited Community Awareness of Dysphagia

The lack of awareness of dysphagia within the community was something
participants raised. This was apparent to them across the spectrum of their community,
from friends and the general public, to experiences with some health professionals and
the hospitality industry when attempting to manage their dysphagia outside of the home.
Overwhelmingly, they felt others did not know what dysphagia was, did not understand
the significance and did not know how to accommodate for required diet and fluid

modifications.
4.4.3.1 Awareness among friends and the general public

Participants lamented a general lack of awareness about dysphagia among their
friends and in the general public: They don 't understand very well (P5). However, in
some cases, friends had become aware and knowledgeable about dysphagia through
participants sharing information and discussing dysphagia openly. This was particularly
relevant if the person with dysphagia was dining with family and friends, or if family
and friends were cooking for them. Participants attempted to educate friends and others
about dysphagia by sharing information such as handouts: 7 have a friend who'’s
actually a great cook and I go to her place for dinner quite frequently... I just sent her
the list of do’s and don'’ts... (P13). But even when friends were able to accommodate
dysphagia, other challenges arose when dining socially. Some felt they needed to
explain why they were eating something different: On other occasions there have been
other people there and I just sit up eating my stuff and a couple of times I 've just gotten
embarrassed and said “I’ve got this swallowing problem so [friend is] doing something

special for me” (P13). Others took a more private approach, preferring not to share
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aspects about dysphagia and its impact: If [ meet someone, it’ll be for a shorter time and
1 don’t make a point of saying why... A lot of my friends are big drinkers, so I don’t
think they understand. Well, they wouldn’t understand why I'm not drinking... I'm a

very private person so 1 just don’t go there (P9).

Many participants described a self-consciousness about what others thought about
them and their eating/drinking requirements, especially when outside of the home,
because of lack of public awareness and understanding: You re more worried about
what people are going to think looking at you right? We went for example for my
birthday ... I noticed people looking out of the corner of my eye, looking at me because
1 still look fairly young and people think you're drunk (P5). Some described feeling
judged by friends of friends (At one of these dinners that I did go to with my very good
friend, there was somebody there that was not impressed... I think this person thought I
was being pernickety or precious in some way (P13)) and even by friends on occasion
(Some of my friends ... I don’t know whether they get a little bit impatient ...
particularly the one that said “just order it, just forget about it!” (P15)). Naturally,
participants found this lack of awareness and understanding by others frustrating: Some
think it’s [dysphagia’s] a lot of fuss about nothing and I just want to say “walk in my
shoes!” (P135).

4.4.3.2 Awareness among health professionals

Participants also noted a lack of awareness of dysphagia among medical
professionals, including general practitioners, ENTs and maxillofacial surgeons: My
ENT ... he sort of doesn’t really get the whole swallowing thing, the importance of it, I
don’t believe (P9). Participants shared anecdotes of seeking information and advice
from their medical specialists about dysphagia and being disappointed with the
outcome: When it [dysphagia] first happened to me, my first question to [maxillofacial
surgeon] was “what is a soft diet?” ... I didn’t have any idea. What he said to me was
“oh, use your imagination with pasta.” That was all he said. He had no literature, no
advice (P15). In some cases, this lack of understanding led to participants feeling their
concerns were dismissed: I went “I’ve got this swallowing problem now and I'm so
concerned about going to Japan. Can I go to Japan? What do you think? " and
[neurologist] said “of course you can go to Japan, what’s the problem?!” (P13).
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4.4.3.3 Awareness within the hospitality and food industry

Participants who continued to socialise over food and drink outside of the home
drew attention to the lack of awareness about dysphagia in the hospitality and food
industry. This affected them emotionally and financially, and was rarely a positive
experience: They [restaurant] tried (to accommodate dysphagia) but they don’t
understand, not really... I've thought ‘well, why am I going to spend $20-30 on
something and find I can’t eat it?’ (P15).

Some participants described looking up restaurant menus before visiting to ensure
an appropriate food option was available, however this was not always successful: We
looked up the menu on the internet (and) I saw that they do breakfast. So, I thought,
omelette, lovely. So, we got up there at half past 12 and I said, “can I have an omelette
please, I have a problem with my chewing” and she said “oh, breakfast finished at 12
... I'll ask the chef” and I could see him... “no breakfast is off. I'm not cooking
omelettes for anybody” (P15). For some, attempts to educate hospitality staff in local
communities also proved frustrating: I went to the bowls club here, they 've got a new
chef... I said, “do you think you could put one soft food recipe option on your menu?”
(and he said) “no I don’t think so but if you phone me a couple of days before you come
in, I'll make sure there’s something you can eat” (P15). It was apparent that even in
instances where staff were understanding and made menu suggestions to accommodate
the person with dysphagia, they did not understand the specific dietary requirements:
[waitress] said “oh you’ll be able to eat the gnocchi” and I could eat most of it but [
had to pick out the prosciutto. There’s always something in there that you can’t (eat)
(P15). The same participant, who lead a very active social life, also went on to describe
another occasion where the information about her dysphagia requirements did not filter
through to the chef accurately: Another occasion, [waitress] talked to me and listened to
everything but by the time the chef got the message, he obviously didn’t read or hear or
know; and I had the normal raw tomatoes, raw spinach and this hardest sourdough
(P15). Managing dysphagia while travelling was also identified as a challenge for some
due to lack of awareness in the travel industry. For example, the lack of awareness of
and accommodation for dysphagia by airline companies was noted by Participant 15:
My daughter in law tried to get them [airline] to see if we were going to have soft food

on the aeroplane and she was told “no, baby food, that’s all.”
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In summary, most participants wanted access to suitable dysphagia-friendly
options at cafes and restaurants: I mean, (I want) restaurants for people (with dysphagia)
... [and] home delivery food that is attractive and tasty and deals with the different
(texture-modified) levels (P13). Some also expressed wanting to buy suitable ready-
made, packaged meals: I think for perhaps some ready-made meals... they’re easier to
cook and reheat, a bit like respite for cooking. Just a few days where we don’t have to

worry about what to eat and stuff (P5).
4.5 Discussion

This study has provided insights into the journey of discovery a person with
dysphagia may experience when living at home in the community. Participants
described their personal stories of dysphagia, the value of their support networks and
the impact that limited community awareness of dysphagia had on them. Consistent with
previous literature on the lived experience of dysphagia, participants in the current study
demonstrated an awareness of the physical dimensions of dysphagia and their associated
swallowing problems (Larsson et al., 2003; McQuestion et al., 2011; N. Miller et al.,
2006; Moloney & Walshe, 2018; Nund, Ward, et al., 2014c¢; Ottosson et al., 2013).
Interestingly and in contrast to earlier studies, participants in the current study
emphasised the importance of the health issues they were managing alongside
dysphagia. Many described these other health issues as being of the same or a higher
priority than their swallowing difficulties. This may be due to the current cohort having
a milder dysphagia presentation, characterised by making minimal diet and fluid
modifications. The current participants were also older and therefore more likely to be
managing more complex and chronic health conditions, and just under half were
managing a progressive neurological condition. Therefore it is probable that
participants’ focussed their accounts on the area of most concern to them (their broader
health condition), as did the participants in a recent study which investigated the
experience of people with dysphagia due to MND (Lisiecka et al., 2019). The different
emphases across populations highlights the importance of all speech-language
pathologists taking a holistic and client-centred approach to recognise where clients are
in their dysphagia and health journey, especially for those living at home in the
community. It is clear from these findings that different clients will have differing
health needs and priorities and it would be erroneous to assume dysphagia is always the

most salient.
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The journey of discovery illustrated by participants in the current study is akin to
the concepts of finding a ‘new normal’, ‘finding new ways’ or ‘learning to manage’ as
previously described in the lived experience of dysphagia literature, across both the
head and neck cancer and stroke populations (Carlsson et al., 2004; Helldén et al., 2018;
Larsson et al., 2003; McQuestion et al., 2011; Medin et al., 2010; Ottosson et al., 2013;
L. Perry & McLaren, 2003). Consistent with previous findings, participants in the
current study described their trial and error process of finding foods/drinks they could
safely consume (Carlsson et al., 2004; Helldén et al., 2018; Ottosson et al., 2013), use of
mealtime strategies such as different postures and utensils (Carlsson et al., 2004;
Helldén et al., 2018; Medin et al., 2010), and challenges they had experienced with
managing dysphagia outside the home (L. Perry & McLaren, 2003; Seshadri et al.,
2018). It can be surmised that participants with dysphagia irrespective of cause, are
likely to undergo a process of discovery to adjust to life with dysphagia at home. How
speech-language pathologists can best support them through this process warrants
further investigation however, possessing an awareness of the practical strategies that

existing clients have found useful, may be a valuable starting point.

Participants in the current study emphasised the networks they drew on for
support to manage their dysphagia and broader health conditions. These supports
included family and friends, health professionals, and peers, and encompassed practical,
social, and emotional supports. The important role of support from others when
managing dysphagia has been described by a number of studies across both the stroke
and head and neck cancer populations (Larsson et al., 2003; Medin et al., 2010;
Moloney & Walshe, 2018; Nund, Ward, et al., 2014b; Ottosson et al., 2013). It is
apparent the support of family, friends, and health professionals are central to a person
with dysphagia’s journey and speech-language pathologists must include these valued

networks as part of routine dysphagia care in the community.

The current participants described a lack of awareness, knowledge, and
understanding about dysphagia, its risks and about texture-modified food and fluids
within the broader community. This lack of awareness was found in the general public,
in the hospitality industry, and, alarmingly among health professionals. While the need
to better inform health professionals has been identified previously (Ekberg et al., 2002;
Nund, Ward, et al., 2014b), the current study specifically found a lack of awareness

among medical professionals. There would appear to be a need to inform all relevant
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general and specialist physicians about both dysphagia and texture-modified diets. As
recent as 2018, participants in the Helldén et al. (2018) study reported receiving little or
no dysphagia support from doctors or nurses with speech-language pathologists the only
health profession involved in their dysphagia care. Further, participants in the Carlsson
et al. (2004) study described feeling doctors and nurses lacked competence in
dysphagia. Based on the current and previous findings, there is a need for speech-
language pathologists to share dysphagia information among multidisciplinary
colleagues through new and innovative ways to ensure clients can be supported

sustainably and optimally in the community.

Finally, there would appear to be limited understanding of dysphagia and related
dietary requirements across the hospitality sector. Only in the aged care sector are chefs
expected to possess knowledge and skills in preparing texture-modified foods and
fluids, due to aged care accreditation and funding requirements (Bartl & Bunney, 2018)
Staff in the broader hospitality industry are not required to accommodate for dysphagia
in restaurants and cafes but it is clear from the current study and others (Farri,
Accornero, & Burdese, 2007; Nund, Ward, et al., 2014a, 2014c; Threats, 2007) that this
would be well received by clients and families alike. Recognising that chefs may have
limited understanding of dietary requirements related to more common health
conditions such as coeliac disease (Karajeh, Hurlstone, Patel, & Sanders, 2005) raises
questions about how hospitality staff can be trained to accommodate dietary
requirements, including texture-modified diets. Further research exploring hospitality
industry awareness and knowledge of dysphagia and texture modification is an
important first step in reducing stigma and enabling people with dysphagia and their
loved ones to be able to once again enjoy the social custom of eating and drinking

outside of the home.
4.6 Limitations and Future Directions

This study has provided several new insights into what is known about the lived
experienced of people living at home with dysphagia. Participants recruited were
managing dysphagia that appeared functionally mild as evidenced by the requirement
for minimal diet and fluid modifications. Therefore, the perspectives in this study may
not directly reflect those of people living with dysphagia considered more severe.
Participants were predominantly aged >70 years and it is hypothesised that younger

people managing dysphagia may differ in their experiences. Further research exploring
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issues that younger people managing dysphagia may experience is warranted. Finally,
data in the current study were collected at a single time point. Engaging with individuals
at multiple time points across the dysphagia journey would be beneficial to better
understand the process of adjustment and how speech-language pathologists can target

support accordingly.
4.7 Conclusion

The current study has highlighted a number of psychosocial impacts dysphagia
may have on an individual. For the participants in this study, managing dysphagia
alongside complex and often multiple health conditions put dysphagia in perspective.
Dysphagia created a range of losses and changes in the lives of participants and required
them to find ways to manage challenges such as what to eat/drink and how to socialise
outside of the home. Participants drew upon a range of support networks in their
management of dysphagia. It was clear that the lack of awareness of dysphagia in the
community, including the hospitality industry and in the health care they had received,
had an adverse effect on them and highlights the important role speech-language
pathologists can take in raising the profile of dysphagia and texture-modified diets
within society. There is a need for speech-language pathologists to support people with
dysphagia during all stages of their healthcare journey, maintaining a focus on not just
the physical aspects of dysphagia, but the psychosocial and practical aspects as well. By
taking a holistic and client-centred approach that considers the differing health needs
and priorities of clients, speech-language pathologists will be better able to meet the
needs of people with dysphagia living at home in the community now and into the

future.
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Chapter 5.

Living With Dysphagia in the Community: Caregivers “Do Whatever It Takes”

A range of physical and psychosocial issues for clients with dysphagia living at
home were found in Chapter 4, highlighting the significant impact dysphagia can have
on an individual. However, findings from Chapter 2 suggest that speech-language
pathologists may not be supporting the psychosocial impacts as much as the physical
impacts. This is despite Chapter 3 findings indicating speech-language pathologists
believe the community setting necessitates a focus on holistic care. Further, as outlined
in Chapter 1, caregiver perspectives about supporting a family member or friend with
dysphagia have received lesser attention in the literature and, similar to the client
experience literature, information garnered has been mostly from the stroke and head
and neck cancer perspective. This is despite widespread acknowledgement of the
integral role caregivers play in the support of a family member or friend with a health
condition at home in the community. Therefore, focused investigation of the
experiences of caregivers supporting a person with dysphagia at home, caused by any

condition, was necessary.

Chapter 5 describes caregiver perspectives about the lived experience of
dysphagia at home. By taking a qualitative descriptive approach grounded in
phenomenology, caregivers were interviewed about their experiences of supporting a
family member or friend with dysphagia at home in the community (see Appendix 7 for
interview guide). Participants were not in a previous or current therapeutic relationship
with the researcher at the time of recruitment or interview. Some participants were the
caregiver of a participant in Chapter 4 but had not been met prior to the day of the

interview.

Chapter 5 is a co-authored, published paper. It is inserted as the version accepted
for publication except for formatting and referencing, which have been updated to
conform with the guidelines of the American Psychological Association (sixth edition)
for consistency in this thesis. The references contained in this manuscript are reflected
in the overall thesis reference list. The bibliographic details of the co-authored paper,

including all authors, are as follows:

Howells, S., Cornwell, P., Ward, E. C., & Kuipers, P. (2020). Living with dysphagia in

the community: Caregivers “do whatever it takes”. Dysphagia, early online.
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5.1 Abstract

The psychological and psychosocial impacts of dysphagia on clients are well-
documented, however caregiver perspectives have received limited attention and
findings have been predominantly in the head and neck cancer population. The aim of
this study was to understand the experience of supporting a person with dysphagia of
varying aetiologies in the community from the caregiver perspective. Using a qualitative
descriptive approach grounded in phenomenology, caregivers of a person with
dysphagia living at home were interviewed (n = 15). Thematic analysis revealed an
overarching theme of “You do whatever it takes”, describing the caregiver experience
of supporting a family member/friend with dysphagia at home. This theme was
underpinned by three subthemes where caregivers described: 1) Being a caregiver; 2)
Support networks; and 3) Practicalities of living with dysphagia. Caregivers voiced a
range of pertinent issues experienced when caring for a family member/friend with
dysphagia including how personal attributes and life experience impact the caregiver
role. Demonstrated through the practical and emotional supports caregivers provided, it
was apparent they are instrumental in supporting a family member/friend with
dysphagia to live at home and in the community successfully. Through understanding
the caregiver experience, health professionals will be in a better position to involve and
support caregivers who play a vital role in those living with dysphagia in the
community. Incorporating caregivers as direct recipients of dysphagia services will
ensure the practical and psychosocial needs of caregivers are addressed, enabling

optimal care for people with dysphagia living at home.
5.2 Introduction

Dysphagia care is delivered in a range of service settings, including hospitals,
aged care facilities and at home in the community. In particular, the demand for
community-based health services is increasing due to consumer preference, an ageing
population, and healthcare service changes including ‘hospital-in-the-home’ and early
supported discharge care (Langhorne, Baylan, & Trialists, 2017; Leff, 2005; United
Nations Department of Economic and Social Affairs Population Division, 2015). As
people are now living longer, often with complex and chronic conditions, and are more
often supported at home, there is a growing need for community-based services. It is
therefore timely that dysphagia care in the community receive research attention to

ensure services are optimal now and into the future.
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The impact dysphagia can have on an individual cannot not be underestimated.
The serious medical issues that can arise such as malnutrition and aspiration pneumonia
are well documented and understood by healthcare practitioners (Altman, Yu, &
Schaefer, 2010; Marik & Kaplan, 2003). The psychological and social implications of
having dysphagia are also well recognised (Ekberg et al., 2002; Leow, Huckabee,
Anderson, & Beckert, 2010; Nund, Ward, et al., 2014c) and the WHO’s ICF (WHO,
2018) has been used to describe the various ways dysphagia can impact on an individual
(Nund et al., 2014; Threats, 2007). Such studies have highlighted that people with
dysphagia may experience a range of activity limitations and participation restrictions in

a number of ICF Activity and Participation domains (Nund et al., 2014; Threats, 2007).

While it is appropriate that much of the research into the impact of dysphagia has
focused on the person with dysphagia, a growing body of evidence highlights the
significant burden experienced by caregivers of people with dysphagia (Shune &
Namasivayam-MacDonald, 2019). For the purposes of this study, a caregiver is a family
member or friend who is not paid in their caregiver role. Exploring the caregiver
experience in supporting a family member/friend with dysphagia is pertinent given
recent evidence highlighting how caregivers and people living with a health condition
manage the health condition together, concluding that ‘the physical health and quality of
life of both the caregiver and care recipient are interdependent’ (Lyons & Lee, 2018).
Caregiver perspectives are therefore an important and currently under represented voice

in the lived experience of dysphagia literature.

To date, eight published studies have qualitatively explored caregiver perspectives
of supporting an adult with dysphagia in the home; one in the Parkinson’s disease
literature (N. Miller et al., 2006), one in general disability (R. Miller, Hagiliassis, Prain,
& Wilson, 2014), one in populations unspecified (Johansson & Johansson, 2009) and
five exploring the experiences of carers of patients with head and neck cancer (Mayre-
Chilton et al., 2011; Nund, Ward, et al., 2014a; Patterson et al., 2013; Penner et al.,
2012; Roing et al., 2008). The general disability study was conducted in disability
support accommodation with disability support workers as the primary caregivers of the
people with dysphagia. While offering some insights into the barriers and enablers to
supporting a person with dysphagia, limitations exist to generalising these findings to

the home environment where the caregiver is typically a family member.
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Of the studies to explore perspectives of caregivers who live at home with people
with dysphagia, many discussed caregivers adapting to the dysphagia and finding a
“new normal” (Johansson & Johansson, 2009; Mayre-Chilton et al., 2011; Nund, Ward,
et al., 2014a; Ottosson et al., 2013; Patterson et al., 2013; Penner et al., 2012).
Caregivers in both the Nund, Ward, et al. (2014a) and Patterson et al. (2013) studies
also reported changes to their relationship with the person with dysphagia which were a
combination of positive changes (i.e., feeling closer by facing challenges as a couple)
and negative changes (i.e., relationship strain). Caregivers also reported a new range of
responsibilities that changed their way of life because of dysphagia (Johansson &
Johansson, 2009; N. Miller et al., 2006; Nund, Ward, et al., 2014a; Patterson et al.,
2013).

The biggest responsibility detailed by caregivers was the need for special (and
often multiple) meal preparations, which they described as a longer and more difficult
process than prior to the dysphagia diagnosis (Johansson & Johansson, 2009; N. Miller
et al., 2006; Nund, Ward, et al., 2014a; Patterson et al., 2013). Caregivers reported
frustration with finding appropriate and safe foods and making modified foods
appetising (Nund, Ward, et al., 2014a; Patterson et al., 2013). Patterns of caregiver
socialisation and eating out were also significantly impacted, since restaurants or family
and friends did not know how to cater for the person with dysphagia (Johansson &
Johansson, 2009; N. Miller et al., 2006; Nund, Ward, et al., 2014a; Patterson et al.,
2013). Some caregivers reported eating less of the foods they would typically enjoy, for
fear of upsetting the person with dysphagia who was unable to eat the same food. In
some cases this led to the person with dysphagia and their caregiver no longer eating
together at mealtimes (Johansson & Johansson, 2009; N. Miller et al., 2006; Nund,
Ward, et al., 2014a; Patterson et al., 2013; Penner et al., 2012). In summary, caregivers
supporting a person with dysphagia in the community described a range of issues which

can have a profound impact on the individual and their family’s functioning.

Current research regarding the challenges experienced by caregivers in the context
of dysphagia provides some insights into the ways SLP services can support clients and
caregivers. However, studies to date have focused on specific populations where
participants have typically been younger, working aged and without multiple
comorbidities (e.g., head and neck cancer). Howells et al. (2019a) established

community-based dysphagia services support a broad range of populations with
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dysphagia, the most common subgroup being dysphagia due to neurological conditions
such as stroke and Parkinson’s disease. While parallels from the existing, predominantly
head and neck cancer literature may be drawn to other client groups (e.g., stroke,
progressive neurological, general ageing), it would be an assumption to conclude that
the issues are the same for all caregivers. Therefore, the aim of this study was to
understand the experience of supporting a person with dysphagia of varying aetiologies,
including neurological conditions of stroke and Parkinson’s disease, from the
perspective of caregivers. This included exploring how dysphagia impacts on the lives
of caregivers supporting a person with dysphagia at home, and what caregivers perceive
are barriers, enablers and key issues in the support of a person with dysphagia at home.
Through understanding the lived experience of caregivers, it will be possible to better
identify gaps in SLP service delivery and optimise services to meet the needs of clients

with dysphagia and their caregivers.
5.3 Methods

The study design used a qualitative descriptive approach grounded in
phenomenology (Sandelowski, 2000) as used previously by Nund, Ward, et al. (2014a).
Caregiver perspectives on supporting someone with dysphagia were explored through
individual semi-structured interviews. Ethical clearance was obtained through the
relevant health service and university human research ethics committees

(HREC/17/QGC/207 and HREC 2017/882).
5.3.1 Recruitment

Participants caring for an adult with a known diagnosis of dysphagia were
recruited using convenience sampling methods. This occurred through a range of
mechanisms including government health services, private practice clinics and media
coverage. Within the health service and private practice settings, the practising speech-
language pathologist identified eligible participants (caregivers of a person with
dysphagia) and explained the study to them. Participants were then invited to complete
a ‘Consent to Contact’ form, which was forwarded to the primary researcher upon
completion. The primary researcher contacted the participant, confirmed their consent to
participate in the study and arranged a time to interview them at home. A small number
of participants contacted the primary researcher after seeing the researcher’s work in the

media. These participants were invited to participate at the time of contacting the
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primary researcher, and the same process as outlined above ensued. All participants

provided written informed consent to participate prior to the interview.
5.3.2 Participants

Participants were considered eligible to participate if they were > 18 years of age,
caring for someone with dysphagia that onset in adulthood and had sufficient English
and cognition to participate in the interviews. Participants all scored > 23 on the Mini

Mental State Examination (Folstein et al., 1975).

A total of 15 participants caring for 14 unique individuals with dysphagia agreed
to participate. Participants were predominantly female (2 male) and ranged in age from
30 - 91 years with a mean of 72.8 years (SD = 14.4) (Table 5.1). Participants were either
a partner, child or friend of the person with dysphagia and all lived with the person with
dysphagia.
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Participant characteristics (n = 15)

Participant Age Gender Relationship Employment Caregiver Assessment Age of Dysphagia IDDSI Diet and fluid
to person status Strain of Quality of person aetiology recommendations of
with Index Life (AQOL- with person with dysphagia
dysphagia (CS) 8D) Total dysphagia
Score Raw Score
<65 Son N/A 2 45 94 Stroke Minced and Moist
Mildly thick
<65 Daughter N/A N/A N/A 94 Stroke Minced and Moist
Mildly thick
91 Wife Retired 1 56 93 Stroke Soft and Bite-Sized
Mildly thick
78 Wife Retired 5 75 81 Parkinson’s Soft and Bite-Sized
disease Mildly thick
70 Wife Retired 6 74 73 Parkinson’s Regular
disease Thin
72 Wife Retired 5 63 78 Parkinson’s Regular
disease Mildly thick
72 Wife Retired 3 83 71 Parkinson’s Soft and Bite-Sized
disease Thin
76 Wife Retired 0 49 74 Stroke Regular
Mildly thick
84 Friend Retired 7 70 89 Parkinson’s Soft and Bite-Sized
disease Mildly thick
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Participant Age Gender Relationship Employment Caregiver Assessment Age of Dysphagia IDDSI Diet and fluid
ID to person status Strain of Quality of person aetiology recommendations of
with Index Life (AQOL- with person with dysphagia
dysphagia (CSI) 8D) Total dysphagia
Score Raw Score
10 77 Husband Retired 5 83 78 Parkinson’s Soft and Bite-Sized
disease Mildly thick
11 76 Wife Retired 3 73 77 Parkinson’s Soft and Bite-Sized
disease Thin
12 79 Wife Retired 3 65 84 General ageing  Soft and Bite-Sized
Mildly thick
13 30 Daughter Part-time 8 54 66 Arteriovenous  Soft and Bite-Sized
malformation Mildly thick
(AVM)
14 65 Friend Retired 3 64 74 Base of tongue  Soft and Bite-Sized
cancer Thin
15 77 Wife Retired 2 74 76 Stroke Soft and Bite-Sized

Thin

*Participants 1 and 2 were sharing the care of the person with dysphagia, each in a part-time capacity.
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5.3.3 Procedure

Face-to-face, individual semi-structured interviews were conducted by the
primary researcher in the participant’s home. An interview guide (see Appendix 7) was
developed to ensure relevant topics were explored during the interviews. Topics
included caregiver perspectives on supporting someone with dysphagia at home, how
they had adjusted and the perceived barriers, enablers and key issues in supporting a
person with dysphagia at home. To maintain conversational flow during the interview,
questions were adapted or not asked, depending on issues the participant raised (Patton,

2015).

Interviews ranged from 18 — 85 mins and all were audio recorded to enable
verbatim transcription. Data were collected over a 14-month period. The primary
researcher kept a reflective journal as described by Ortlipp (2008), completing an entry
after each interview to encourage transparency in the research process (see Appendix 4
for an excerpt from the journal). This record keeping also assisted in identifying when
data saturation had been considered reached, determined when no new information is
generated in the interviews (Fusch & Ness, 2015). This occurred in the last 3-4

interviews.
5.3.4 Data Analysis

Data were analysed using thematic analysis as described by Braun and Clarke
(2006). This process took an inductive, semantic approach whereby identified themes
were explicitly drawn from issues noted by participants (Braun & Clarke, 2006). This
began with the primary researcher reading the interview transcripts multiple times to
become familiar with their content, and taking notes throughout this process (Braun &
Clarke, 2006). The primary researcher then open coded two transcripts to identify initial
codes and potential themes. To ensure consistency in coding, a member of the research
team who had not been involved in the interviews also coded the same two transcripts
(Elliott, 2018). A meeting then occurred to compare and discuss the coding of these
transcripts and a final list of codes was generated. The remaining transcripts were then
analysed using this list, with codes refined throughout the process as new information
emerged (Braun & Clarke, 2006). This also involved the primary researcher re-coding a
clean transcript from early in the coding process to ensure consistency in coding across

time (Elliott, 2018). Codes were then collapsed into themes, and subthemes and
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categories in accordance with the explanation of each provided by Vaismoradi, Jones,
Turunen, and Snelgrove (2016). The theme in this study illustrates an overarching
concept, with the subthemes focusing on a specific element within the central
organising concept (theme) (Vaismoradi et al., 2016). Comments made by participants
that resonated with the themes were noted and attributed to the participant’s identifier to
ensure trustworthiness of the data (Braun & Clarke, 2006). A written summary of the
main findings was sent to all participants inviting feedback on the findings. Eight of the
15 participants provided feedback, and all confirmed the researchers’ interpretation of

their experiences.
5.4 Results

“You do whatever it takes” was an overarching theme present in the narratives of
the caregivers describing their experiences of supporting a family member/friend with
dysphagia at home. Summarised by Caregiver 15: You do what you have to do and
that’s it. And you make the best of it and you make it as good as you can make it... It’s
for his benefit so I do it! This overarching theme of “You do whatever it takes” was
evident across each of the three subthemes, wherein caregivers described: 1) Being a
caregiver; 2) Support networks; and 3) Practicalities of living with dysphagia. Within

each subtheme, a number of categories were identified that reflected the participants’

perspectives. These subthemes and categories are discussed in detail below.
5.4.1 Subtheme 1: Being a Caregiver

Participants shared their perspectives about their role as a caregiver, both within
the context of dysphagia and more broadly. This was reflected across four categories: 1)
The complexity of caring; 2) Caregiver capacity and capability; 3) The person within

the health condition; 4) Caregiver response to dysphagia and caring.
5.4.1.1 The complexity of caring

Throughout the interviews, caregivers described a range of health issues
experienced by the person with dysphagia that impacted on both the person with
dysphagia and the caregiver’s day to day life. Some caregivers described dysphagia-
related health issues such as episodes of aspiration pneumonia or how dexterity issues
caused by conditions like Parkinson’s disease impacted mealtimes. Caregiver 5
highlighted the complexities associated with supporting a person with dysphagia within

a broader health condition when they said: Sometimes if he has a bread roll ... I say
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“let’s cut it in half” and he says “no no, I'll do it like that.” Because you see, with the

coordination, it’s easier for him to hold a big roll. So it’s a fine line isn’t it?

Most caregivers spoke about the complexity of health issues that were being
experienced by the person with dysphagia, where care needs transcended multiple issues
— not just a sole “dysphagia focus” to caring. Several spoke about communication
deficits being a significant impact, which at times were of greater concern than
dysphagia. For example, Caregiver 4 spoke about: His whole Parkinson’s. His voice
more than anything. Because he doesn’t have the volume there to talk up...he now has a
soft voice and he doesn’t seem to relate that he does. Furthermore, many caregivers
described health issues related to the condition (e.g., Parkinson’s disease) as a higher
priority or having a greater impact on their role than dysphagia. Illustrated by Caregiver
11: I have more things that are harder [to manage than dysphagia] because he’s got

incontinence problems.
5.4.1.2 Caregiver capacity and capability

Many caregivers spoke about aspects of their individual circumstances, life
experience or belief system that supported them in their caring role. Some described
how their previous or current occupations assisted them in their role as a caregiver for
someone with dysphagia, such as those with a healthcare background: / work really
hard to save [husband] from chest infections.... But I know about physio and I know
about swallowing and about when he’s in trouble you know? (Caregiver 6). Others
spoke about personality traits, past experiences, or perceived life skills which assisted
them in their caring role. One such statement was from Caregiver 9 who observed that:
You’ve got to be constant in your watching but then I’ve always been a person who can
do 50 things at once... I adjusted well [to caring for someone with dysphagia] because
if you knew all the different things in life that I've had to do.... Some caregivers spoke
about the importance of the strong relationship with the person with dysphagia prior to
the onset of swallowing difficulties as a factor that helped them to continue caring in the
difficult times: I think when you 're caring and you 've got that love for the person, you

Jjust keep doing it. (Caregiver 1).

Caregivers described their beliefs around caring and perceived benefits for them.
As Caregiver 1 said: It’s good to care for someone, it definitely changes you. For the

better. Others spoke about their willingness and capacity to undertake whatever tasks
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may be required to support their family member/friend, now and into the future: 7 think
I can always cope... whatever has to be done as far as his food or well, he’s concerned

... I'm quite capable of changing if necessary. (Caregiver 4).
5.4.1.3 The person within the health condition

Caregivers spoke about how being a caregiver required an understanding of how
their family member/friend’s life had changed as a result of the broader health
condition, as well as the dysphagia itself. They spoke about loss and behaviour changes:
I don’t want to deprive him of everything because he gets very cranky with me... he’s
always been so easy to get along with but it’s getting harder because he can’t do what
he used to do (Caregiver 4). They also spoke about how their family member/friend’s
roles (e.g., as a partner, parent, friend, home handyman, cook) and their own had
changed: He can’t cook meals anymore. He can’t stand for a long time. And I have to

drive (Caregiver 8).

Within this category it was clear that caregivers maintained an awareness of their
family member/friend’s strengths, and how they drew on this knowledge to support
being a caregiver: He is my memory. (I say) “Did we see that movie?”” (He says) ““Yes
love” ... I say that to him too, I do the physical stuff, [husband] does the memory. We

make a good team, we 're one. As long as we stick together we’ll be alright (Caregiver
6).

Many caregivers also voiced their family member/friend’s strengths in the context
of managing their own dysphagia. Several caregivers described how the person with
dysphagia took responsibility for managing their dysphagia to reduce the caring burden:
Formeit’s [dysphagia’s] not important because [husband] does it. He does it so |
don’t have to do anything about it (Caregiver 8).

5.4.1.4 Caregiver response to dysphagia and caring

Caregivers shared insights into their role which were a combination of dysphagia-
specific insights and insights about caring more broadly. These encompassed their
feelings and reactions to dysphagia and caring, including challenges they have
encountered. Many caregivers spoke about how dysphagia and the associated mealtime
behaviours made them feel. Feelings of embarrassment arose (/¢’s embarrassing... at
the dinner table in front of other people (Caregiver 3)), as did fear (The frightening part
is I don’t know where this [dysphagia] is going to lead (Caregiver 4)), frustration (/¢
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can be frustrating at times, because when you don’t have the problem yourself, it can be
hard to imagine (Caregiver 12)) and stress (It’s very stressful... I've had to hit him on
the back to clear him (Caregiver 7)). One caregiver also spoke about the relief she felt
when her husband received a diagnosis of dysphagia: to know that there was a

problem...that’s why he didn’t want to eat (Caregiver 12).

In terms of adjustment to dysphagia, some caregivers perceived there had been
minimal if any change since their family member/friend received a dysphagia diagnosis
(It’s not much different ... We had our meals and there’s not a real difference
(Caregiver 8)). Others felt their family member/friend’s intake was better since
discovering dysphagia, as this meant they were now able to consume bigger volumes of
a texture or consistency that was easy for them: He had stopped eating as much as he
normally would’ve, not that he’s ever eaten huge meals or anything. But I guess nothing
had any taste and if you're coughing and spluttering when you 're trying to get it down
... (Caregiver 12).

Participants described how caring for someone with dysphagia meant having to
constantly think about the person, whether they had had enough to eat or drink, and
what to cook. In the words of Caregiver 5: You re on alert the whole time... You're
thinking ahead and planning. You have to plan. Plan meals and think and buy things
that are appropriate. Many caregivers, however acknowledged that they had adjusted
over time through finding ways to make it easier: [ really felt overwhelmed but it
honestly didn’t last and it proved that there was nothing wrong with having to do it.
Particularly when I found a way that we could both eat the same food (Caregiver 9).

Several caregivers expressed a clear view that whatever needed to be done, would
be done and that there was little they could do besides ‘go with the flow’: I just feel it’s
something that, okay, it’s cropped up, we have to deal with it. And that’s what we re
trying to do... I just take it as it comes (Caregiver 3). Sitting alongside this view for
some was the notion of duty and responsibility to support their family member/friend,
as described by Caregiver 5: It’s a responsibility but if it’s your husband, you do it. It’s
as simple as that. ['m not going to say “You 've got swallowing difficulties, see you

later”.
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5.4.2 Subtheme 2: Support Networks

Data analysis revealed that in doing whatever it takes to fulfil the caregiver role
for a family member/friend living with dysphagia, caregivers utilised a range of
supports. A support network described by caregivers reflected: 1) Receiving support
from family and friends; and 2) Potential value of SLP input.

5.4.2.1 Receiving support from family and friends

Almost all caregivers spoke about the support they and the person with dysphagia
had received from family and friends. Support from family took many forms, including
shared care of the person with dysphagia among family members as well as children and
grandchildren helping in various ways. All caregivers who spoke of family support
described it as immensely supportive and helpful, akin to a team for the person with
dysphagia: We 're all working together. Everyone has their little things that mum can
identify with and were all part of it so it works out well (Caregiver 1). Family support
also involved food preparation for and going out with the person with dysphagia: We 've
got a beautiful granddaughter who makes him a cake every weekend so he has a nice
soft cake... Our daughter takes him out quite often... She always makes sure he has his

tiramisu cake, soft cake (Caregiver 15).

Participants reported that families who lived far away still found ways to support,
like keeping an eye out for foods in the supermarket or new recipes that might be
suitable for the person with dysphagia: My daughters are always offering suggestions. If
they try things and think they might be suitable they give me a ring and say “oh we tried
such and such, might be worth trying” (Caregiver 12). Many caregivers acknowledged
that life would be more challenging without family support: /¢’s very hard for one
person to be doing all of the things... You need to have a network of us kind of working

in together to get the work done (Caregiver 2).

Caregivers also described the support they received from friends. This included
caregiver-focused support like going out or doing hobbies with friends, through to
bringing a meal to enjoy together. Caregivers described how the latter required a level
of knowledge or understanding from friends about the food and fluid recommendations
needed by the person with dysphagia: Mum has a lot of friends who come and visit...
They’ll often bring around afternoon tea or something and they’ll always check it with

me... They know it should be soft and not too crunchy. They know she has the thickener
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in her coffee so they’ll ask if they 're making the coffees like “Oh, can you do the
thickener for me?” (Caregiver 13).

5.4.2.2 Potential value of SLP input

Caregivers discussed the SLP services they had received as part of the support of
the person with dysphagia. Evident in the sentiments about SLP services overall was a
perceived value of SLP support, with nil neutral or negative comments about the nature
of SLP input: They [SLPs] do explain things very well... talk you through everything,
they answer every question, they don’t sort of not tell you anything (Caregiver 14).
Many had received SLP input for both dysphagia and communication (voice, speech,
language). It was apparent many participants were initially referred to SLP for
communication deficits, and then swallowing was subsequently identified as needing
attention: We went to the speech pathologist for the speech, at the beginning speech was
weak... Then the speech pathologist said “Let’s do the swallowing first and the speech

later” and turns out that he doesn’t need the speech anymore (Caregiver §).

Caregiver engagement in SLP sessions varied, with some opting not to be
involved and others prioritising being available: [SLP services are] very, very good. In
fact, it’s one of the main services that I really think is important... we re really happy
with it and that’s the one we make sure we re always here for (Caregiver 1). Caregivers
who chose to be part of the SLP sessions generally felt included and informed: Very,
very good she [speech-language pathologist] was... included me in everything...
explained it all (Caregiver 7). Caregivers valued the many practical suggestions speech-
language pathologists offered to support the person with dysphagia, including mealtime
strategies and physical resources such as thickener samples. As Caregiver 11 described:
She [speech-language pathologist] gave me some tips for drinking with the meal. If it

did stick in his throat to have a little sip and a good cough to clear it.

Dysphagia education was also highly valued by caregivers. Several spoke of
seeing imagery of the swallow mechanism (e.g. videofluoroscopy) which assisted in
their understanding of dysphagia: [ went in once when they showed the pictures of the
swallowing. Normally I don’t go in. It was interesting, to see what was happening
because you got really no idea. You even see where the things are going...where they re
saying “this is where it goes if it goes wrong” ... an eye opener (Caregiver 14). Some

participants suggested other ways speech-language pathologists could support them, for
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example by assisting in sourcing thickened fluids: / found the hardest thing was initially
getting resources like the thickening agent.... I went to about 10 chemists near it and it
wasn’t available and I ended up at the end just taking baby [formula] thickener which
they now tell me is different (Caregiver 6). Some participants also wanted recipes for
texture-modified meals and particularly recipes that were different to common soft
foods: There were a few recipes on the sheets that they gave me. But I think there was
only things I already did like an omelette, spaghetti bolognese... mostly things that [
knew how to do anyway (Caregiver 12).

Participants were asked about their perspectives on attending a group with other
caregivers supporting a person with dysphagia, (for support, social interaction, sharing
of ideas, etc.). Some caregivers saw value in such a group: 4 group session ...you get
everybody’s ideas ... I think it’s the best way of knowing what else is out there. What
else can help, is to talk to people and actually find out what helps them (Caregiver 7).
However, while participants acknowledged such a group may benefit some people,
majority felt such a group would not be of benefit to them: It [group support] could be
beneficial for some people... in mum’s case it’s [dysphagia’s] not a priority for her so
seeing someone else that has dysphagia isn’t necessarily something she’s going to

relate to (Caregiver 13).
5.4.3 Subtheme 3: Practicalities of Living With Dysphagia

Throughout the interviews, caregivers spoke about practical solutions they had
discovered to support their family member/friend with dysphagia. This subtheme

comprised two categories: 1) Supporting mealtimes; and 2) Challenges to going out.
5.4.3.1 Supporting mealtimes

Participants described a range of practical strategies they utilised at mealtimes. A
large component of these supports encompassed strategies for meal and fluid
preparation, such as cooking foods a certain way or buying particular products: / can
still give him a nice little steak because I cook it in the oven. I do buy good meat too. I
do them in the oven but only on a glass dish and then they don’t get hard on either side
(Caregiver 9). While some caregivers described making separate meals for themselves
and the person with dysphagia, for at least two participants this was due to differences
in dietary requirements (e.g., food sensitivities). Caregivers who consumed the same

meal as the person with dysphagia spoke about finding ways for this to occur, and many
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identified this was easier when dysphagia diet recommendations were closer to normal
diet textures: I don’t want to do two meals so I try and do something that’s suitable for
[husband] that I can eat as well. I can just have a salad with mine or something like

that (Caregiver 12).

Additional mealtime supports provided by caregivers included hands-on
assistance during the meal, such as cutting up the food for the person with dysphagia,
feeding the person with dysphagia or wiping residue from their face: Everything has got
to be cut up and soft, and I help feed [wife] the kind of food she can’t eat herself
(Caregiver 10). Many participants also spoke about the measures they took to minimise
the risk of aspiration and maximise the nutrition and hydration of their family
member/friend. To maximise swallow safety, some spoke about observing the person
with dysphagia during the mealtime. As Caregiver 1 said: We watch for the swallow
when she’s eating, we always monitor the swallow to make sure she is swallowing.
Others described verbally prompting their family member/friend when eating, to ensure
safe swallowing. As Caregiver 13 summarised: There’s all those sorts of strategies that
we need to be reminding her of. She needs to take single sips...she needs to take it a
little bit slower and she tends to chug it very fast. We have in the past done chin tuck,
she doesn’t remember to do that all the time... Getting her to have a fluid flush, like

have a drink with her meals.

Caregivers described a range of physical equipment used to assist the person with
dysphagia. Most were items that caregivers had identified themselves, rather than being
told by a speech-language pathologist or other source and included trying different
types of drinking apparatus (e.g., straws, spout cups), changing cutlery (e.g., swapping
out a fork for a spoon) or sacrificing their own mealtime equipment for their loved one:
When he eats, he gets food across his mouth and then sometimes it starts to dribble
down. I tell him, ‘you pick up your serviette and you wipe it’ and he’ll get it on the
serviette and he’ll just put it on the table and sometimes it’s up the wrong way... With
the extra gravy, it was running everywhere. His serviette got saturated, so I gave him

mine, which I quite often have to do (Caregiver 3).
5.4.3.2 Challenges to going out

Many participants spoke about how managing dysphagia at home was different to

going out and presented a range of challenges. Going out included going to cafes and
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restaurants, as well as to events and the homes of family and friends. Caregivers spoke
about how the supports and / or strategies implemented differed depending on the
context. For example, Caregiver 6 reflected on the differences between dining at home
and in a restaurant: / have to cut up his food and he hates me doing that in front of
anybody so now I do it before I put it on the table. But if we re at a restaurant that’s
harder to do so we talk about what he can order before he goes that maybe doesn’t need
me to do that. Others spoke about how they supported their family member/friend to
manage their dysphagia at cafés and restaurants through making appropriate menu
choices: When we go out I say “Have something soft. Don’t have a steak. Have

something that you can chew” (Caregiver 7).

Many caregivers identified that they rarely went out for meals together anymore,
instead opting to have coffee and cake or bringing a restaurant meal home as this was
easier to manage with dysphagia: We haven’t actually been out for a meal [since
dysphagia]. We’ve had like cakes and snacks and coffees because that we can deal with,
we can take thickener if we need to and cakes are usually okay. But we haven't tried a
Sfull meal ... it would depend what the menu is... (Caregiver 13). Those who did discuss
going out for meals spoke about the challenges they have come across in certain
contexts, such as attending an organised event: We did go out on Saturday night and
that was very difficult, to an actual restaurant. They had rissoles and they were quite
crumb-y on the outside so I had to cut it off quite finely to take the centre so that was
difficult.... It was a set meal so there was no choice (Caregiver 11). Caregiver 11 also
described the challenge of attending an event at a friend’s home: We did get invited out
and I did have to make him a different meal for a BBQ, reflecting what might be

required to manage dysphagia in more informal locations such as a friend’s home.

Caregivers involved in the process of thickening fluids spoke about whether they
would thicken fluids when outside the home or in social settings. Caregiver 1 described
how he found a drink at the shops thick enough for his mother to consume, but
thickening powder was also available if needed: We get her a babycino and just ask the
lady there to make it all froth because it makes it a bit thick. My wife takes her thickener
out with her in a little jar so if we need to, we can thicken things. Others spoke about a
clear decision made by the person with dysphagia not to thicken when out of the home:
He doesn’t take it [thickener] with him...If he goes out then he won't put the thickener

in and I can’t blame him (Caregiver 4).
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5.5 Discussion

This study has provided insights into the lived experience of caregivers supporting
a family member/friend with dysphagia at home. It was evident that this group of
caregivers would “do whatever it takes” to ensure the person living with dysphagia
received the required support and/or care. Consistent with this message, caregivers
shared their viewpoints on being a caregiver with consideration to dysphagia in the
context of other health issues and who the person is despite these other health concerns.
Within this construct, they also described their responses to the caring role and what
empowered them within this role. Being a caregiver was not a role that was without
support from others, with caregivers describing their support network of family and
friends and how speech-language pathologists formed part of this. Caregivers detailed
the practicalities they had discovered to make their family member/friend’s mealtimes

easier, both at home and when out.

This study found caregivers were supporting family members/friends with a range
of health concerns beyond dysphagia. Some caregivers described how these other health
issues made their family member/friend’s dysphagia seem relatively minor. While
somewhat self-evident, this finding has not been previously reported in the dysphagia
literature. This is possibly because much of the previous caregiver experience research
has been in head and neck cancer, which has direct and tangible impacts on dysphagia
across all disease phases. In contrast, participants in the current study were supporting
dysphagia predominantly of neurological actiology, most commonly stroke and
Parkinson’s disease. While dysphagia is known to impact both of these health
conditions, in the case of stroke, dysphagia is more likely in the acute phase (Daniels et
al., 1998; Meng et al., 2000) while in Parkinson’s disease, dysphagia is linked with
disease progression and most commonly reported by people in the later stages of the
condition (Kalf et al., 2012; Potulska et al., 2003). Indeed, Brod, Mendelsohn, and
Roberts (1998) found the areas of most concern for people with Parkinson’s disease
were motoric activity (e.g., writing, getting up from a chair) and cognition, with
swallowing difficulties much lower on the list. In contrast, Habermann and Shin (2017)
found swallowing difficulties the third most troublesome symptom in people with
advanced Parkinson’s disease. Therefore, it may be that people with later stage
Parkinson’s feel the impact of dysphagia more profoundly. The majority of clients

linked with this study required only minor food or fluid modification, which may
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further explain why dysphagia was not as high a priority to caregivers as other the
health issues they were supporting. That dysphagia may not be “high on the list” of
priorities for patients and their caregivers reinforces the importance for speech-language
pathologists to consider all aspects of a patient and caregiver’s wellbeing, to
acknowledge what else may be occurring beyond dysphagia. It would be inappropriate
to assume that dysphagia and its impacts are as significant to patients and caregivers as
the other health issues they may be living with. Hence supporting patients to manage
dysphagia, must occur within the context of considering the “whole of health condition”
impacts being experienced by the individual and carer. This is an important perspective
for speech-language pathologists to maintain when working managing individuals with

complex conditions within the community.

Participants in the current study identified they felt capable and had capacity
within themselves to be a caregiver to support their family member/friend with
dysphagia at home. They described how their previous experiences in work and life as
well as their belief systems and personality traits had equipped them for their role as a
caregiver and was bolstered by the strong relationship they had with their family
member/friend before dysphagia and disease diagnoses - in most cases, fostered over
many decades. However, in contrast, Nund, Ward, et al. (2014a) reported caregivers felt
underprepared for their role in supporting a spouse with dysphagia. Notably, the
participants in the Nund, Ward, et al. (2014a) study were considerably younger than the
participants in the current study, and 75% of participants were in paid employment as
opposed to just one participant in the current study who worked part-time. As many
participants in the current study spoke of previous work and life roles as formative to
their ability to take on a caregiver role, factors such as life experience, personal
philosophies related to caring developed over a lifetime and availability for caring in the
context of paid employment likely influence an individual’s capacity and capability to
be a caregiver. Related to individual capacity and capability, participants in this study
spoke about their willingness to “do whatever it took” in their role as caregivers. This
attitude is comparable to that found by N. Miller and colleagues (2006) who explored
caregiver perspectives of dysphagia in Parkinson’s disease, finding there was a
determination among caregivers to “keep going and succeed at all costs” (p. 617). N.
Miller et al. (2006) also found family support positively influenced caregivers capacity

to keep caring, reinforcing findings from the current study’s finding that a support
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network is integral to caring for a family member/friend with dysphagia. The current
study also found caregivers saw speech-language pathologists as part of their support
network, with caregivers valuing the education and practical strategies provided by
speech-language pathologists about their family member/friend’s dysphagia. However,
caregivers often described the ways speech-language pathologists had supported them
and their family member/friend in terms of communication (e.g., speech, language,
voice) with swallowing less of a focus. This suggests there may exist a lack of visibility
to swallowing issues compared to communication deficits, or perhaps a lack of
understanding about the role of SLP in dysphagia among caregivers. This is not
surprising given the lack of awareness about the speech-language pathologist role
within the general public (Howells et al., 2019b). Indeed, Nund, Ward, et al. (2014a)
found in the head and neck cancer context, half of caregivers stated that the role of SLP
in dysphagia management was not clear. Such unrealised potential for the speech-
language pathologist role among caregivers may result in dysphagia persisting without
diagnosis and therefore without appropriate management. Equally this could lead to the
person with dysphagia and their caregiver living with challenges related to dysphagia
that could be lessened or resolved with SLP input. Unless SLP dysphagia services are
actively offered and facilitated in community settings, optimal supports for people with
dysphagia and their caregivers may not occur. This is particularly concerning in light of
the increasing proportion of people living in the community with complex and chronic
conditions (United Nations Department of Economic and Social Affairs Population
Division, 2015), many of whom will experience dysphagia at some point. Such findings
raise important questions about how all health professionals can better communicate the
potential role of SLP, articulating the many ways speech-language pathologists can

support people with dysphagia and their caregivers at home.

Participants spoke of the adjustments they made to make mealtimes enjoyable for
both themselves and the person with dysphagia, consistent with previous caregiver
research (Johansson & Johansson, 2009; N. Miller et al., 2006; Nund, Ward, et al.,
2014a; Patterson et al., 2013). For example, adjusting how, what and when a caregiver
and person with dysphagia would eat and drink, to promote maintenance of mealtime
enjoyment (N. Miller et al., 2006). Caregivers in the current study described the raft of
practical mealtime supports they employed for managing dysphagia at home. Further,

they described the challenges experienced when going out and socialising including
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changes to the routine and frequency of going out with some avoiding it altogether.
Apparent in their sentiments was a lived experience that many environments are not
“dysphagia friendly” and that finding appropriate food items for the person with
dysphagia to consume was difficult. Similar challenges have been reported in previous
studies (N. Miller et al., 2006; Nund, Ward, et al., 2014a; Patterson et al., 2013). These
findings highlight the need for community-based speech-language pathologists to
address the potential lifestyle changes and social challenges experienced by people with
dysphagia and their caregivers as part of usual dysphagia care. Doing so will ensure
dysphagia care moves beyond impairment-focused practices, encompassing practical
and psychosocial aspects wellbeing and thereby ensuring ICF domains of Activity and

Participation are supported.
5.6 Limitations and Future Directions

This study has expanded what is currently known about the experiences of
caregivers of people with dysphagia living in the community. Participants recruited
were caring for people with dysphagia which appeared functionally mild as indicated by
the need for minor diet and fluid modifications thus the viewpoints of caregivers in this
study may not reflect experiences of caregivers supporting those with more severe
dysphagia. However, it is hypothesised that the issues described in the current study
would be exacerbated for those requiring more significant diet and fluid modifications.
Participants also comprised predominantly female caregivers aged over 65 years old and
retired making conclusions about caregiver experiences from a range of demographics
difficult to infer. To better understand the experiences of caregivers supporting a person
with dysphagia more broadly, future research should seek greater participant diversity
where possible. Lastly, the current study collected data at a single time point from
participants who, for the most part, had adjusted to supporting a person with dysphagia
at home. It would be beneficial to engage with caregivers about their experiences at
multiple time points to better understand the process of adjustment and how SLP

services can support this.
5.7 Conclusion

Caregivers voiced a range of pertinent issues they have experienced caring for a
family member/friend with dysphagia. Understanding the caregiver experience will
assist all health professionals involved in dysphagia care to better support caregivers,

who are instrumental in supporting the person with dysphagia to live at home and in the
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community successfully. Speech-language pathologists must incorporate caregivers as a
direct recipient of dysphagia services and ensure practices cater for the practical and
psychosocial needs of supporting a person with dysphagia at home. Only when SLP
practices incorporate all aspects of the ICF, including Activity and Participation
domains for both caregivers and individuals with dysphagia, can they be deemed truly

person-centred.
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Chapter 6.

Discussion

This thesis sought to gain a deeper understanding of how key stakeholders
perceive services and dysphagia needs are provided and met for people living with
dysphagia in the community, based on the experiences of speech-language pathologists,
clients, and caregivers. Comprising four studies, all of which have been published, this
body of research examined SLP dysphagia services and practices, and client and
caregiver lived experiences. A range of barriers and enablers that speech-language
pathologists, clients, and caregivers may encounter when managing dysphagia in the
community were identified. This enabled insights into how community-based dysphagia

care for clients and caregivers may be optimised.

Chapter 1 provided an overview of the key concepts underpinning this doctoral
research. This included an overview of the community healthcare setting within the
Australian context, which provided necessary background to the context within which
this program of research was undertaken. An overview of dysphagia was presented,
comprising information about the populations commonly associated with dysphagia, its
prevalence, and consequences. Prevalence data suggested dysphagia may be present in
up to 72% of the community-dwelling elderly population (Madhavan et al., 2016),
highlighting the significant proportion of people living at home who may require SLP
input. Literature presented in Chapter 1 then explored what is currently known about
SLP dysphagia assessment and intervention practices. Described using the ICF, it was
apparent that the majority of current SLP dysphagia practices focus on the impairment
of body structure and functions, with few methods that encompass dysphagia care at the
psychosocially focused domains of activity and participation, or environmental and
personal factors. This overview identified that very little is known about SLP dysphagia
practices within the community setting. Current knowledge has been confined to two
studies (Rumbach et al., 2018; Steele et al., 2007) where the community setting was not
the sole focus of the research, and individual setting variances were scarcely described.
In light of the paucity of information about SLP dysphagia practices within the

community setting, the first research aim of this program of work was identified.

Finally, Chapter 1 contained a detailed literature review outlining current

knowledge about the lived experience of dysphagia at home in the community from the
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perspective of clients and caregivers. Across both the client and caregiver literature, it
was identified that most of the work to date had focused on single clinical populations
rather than the broader population living with dysphagia at home in the community.
Although parallels may exist among population-specific perspectives of dysphagia, it
would be amiss to assume experiences are the same, as each disease that underpins
dysphagia is inherently different. The paucity of literature about heterogeneous
populations with dysphagia identified the need for further research to enable a more
thorough understanding of the issues clients living at home may experience. Further,
fewer studies had been conducted about caregiver perspectives of supporting a family
member/friend with dysphagia at home, compared to literature in the client space. This
is despite widespread acknowledgement in the literature about the important role
caregivers play in the support of a person with a health condition at home. The need for
exploration of client, and importantly caregiver, experiences of dysphagia across a

variety of populations solidified the second aim of this program of work.

After identification of the gaps in the literature presented in Chapter 1, the specific
aims of the thesis were two-fold: (1) to investigate and explore community-based SLP
services and practices provided to adults with dysphagia living at home and (2) to
explore the lived experience of dysphagia at home from the perspectives of adults with
dysphagia and their caregivers. These aims were achieved through four studies, outlined

in Chapters 2 to 5.

Chapters 2 and 3 were positioned within an explanatory sequential mixed methods
design, where quantitative then quantitative data were collected (Ivankova et al., 2006).
This enabled the initial phase of the research (Chapter 2) to provide information about
the nature of SLP dysphagia services and practices within the community setting, with
the second phase of the research (Chapter 3) offering qualitative insights to further
explain and elaborate Chapter 2 findings. For example, one of the Chapter 2 findings
was that very few clients self-referred for SLP dysphagia services and were instead
being referred by family doctors or other health professionals. Concepts of referral
pathways and service barriers and enablers to self-referral were then explored in the
Chapter 3 interviews. This methodological approach enabled some of the limitations of
survey-based research to be overcome, which was particularly valuable when

attempting to understand nuances in clinical services and practices.
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Chapter 2 used quantitative, survey-based methodology to examine the nature of
dysphagia services and practices for people living at home in the community from the
perspective of speech-language pathologists. This study found that clients with
neurological conditions accounted for the largest proportion of SLP community
dysphagia caseloads, with stroke and Parkinson’s disease the most commonly seen
conditions. However, the heterogeneity of populations with dysphagia seen by speech-
language pathologists in the community was a significant finding. Speech-language
pathologists reported managing a large variety of clinical populations with very few
providing a single condition-specific service. Most speech-language pathologists
reported seeing clients in their home and often involved caregivers in their sessions, but
the nature of this and extent to which this occurred was not known. Speech-language
pathologists described their dysphagia assessment and management practices, reporting
barriers to accessing instrumental assessment measures for assessment and use of both
compensatory and rehabilitation techniques in management. Few client and caregiver
psychosocial wellbeing practices were noted. For example, less than half of speech-
language pathologists linked clients with support or social groups, and few routinely
monitored for signs of anxiety or depression in their clients and/or caregivers. Based on
previously published literature about such practices in other settings (e.g., acute), SLP
practices in the community appeared similar, and it was concluded that SLP dysphagia
practices in the community appeared inherently biomedical. Chapter 2 findings
illustrated the importance of exploring in more depth the nature of SLP services and
practices in Chapter 3 to understand if practices were truly aligned with a biomedical
approach or if aspects of a biopsychosocial approach were being used. Further,
understanding how the organisational structure and philosophies of services may have
enabled or hindered SLP dysphagia care practices was also an important consideration

for the research reported in Chapter 3.

Chapter 3 represented the second phase in the explanatory sequential mixed
methods design, which was a qualitative descriptive study. Semi-structured interviews
with a representative sample of speech-language pathologists from the Chapter 2
participants enabled further exploration of characteristics of community-based
dysphagia services and practices. Content analysis revealed one overarching theme of
Community commands a different approach, illustrated by three subthemes that

described how and why a different approach to dysphagia care in the community was
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necessary: (1) Skills and mindset require adaptation in the community context, (2)
Values and approaches are different in the community context, and (3) Organisational
influences impact service delivery in the community context. Within Subtheme 1,
speech-language pathologists described needing to adapt their skills and mindset and
how a different skill set was needed in the community, particularly for working in the
client’s home. They spoke of how their clinical practices were influenced by the client’s
presentation and/or diagnosed health condition and described the importance of
interacting with primary care and community agencies in the support of a person with
dysphagia. Within Subtheme 2, participants spoke about having different values and
approaches in the community setting, such as holding a holistic viewpoint of the client
and valuing client autonomy and caregiver engagement. Subtheme 3 shed light on the
organisational influences that impacted SLP dysphagia care in the community. Evident
in the interviews was a diversity of organisational structures and policies that could
either enable or hinder flexible and tailored dysphagia care. Speech-language
pathologists also spoke of their service’s capacity and resourcing for clinical care, and
again, these differed across services and could be enablers or barriers. Overall, the
sentiments of the speech-language pathologists suggested they felt dysphagia practices
in the community needed to differ from other settings, with a focus on holistic care,

client autonomy, and engagement with caregivers.

Chapters 2 and 3 provided the first published work to specifically explore the
nature of community-based dysphagia services and practices from the perspective of
speech-language pathologists. Emerging from this first investigation was the
heterogeneous nature of dysphagia caseloads seen in community SLP services.
Therefore, the exploration of the lived experience of dysphagia in Chapters 4 and 5,
from the client and caregiver perspectives, focused on dysphagia of any aetiology.
Focusing on dysphagia due to a range of health conditions also enabled gaps in the
literature to be addressed, such as the lived experience of dysphagia due to health
conditions beyond stroke and head and neck cancer and additionally, the important

voice of caregivers.

Chapter 4 explored the lived experience of dysphagia at home from the
perspective of clients living with dysphagia due to a range of aetiologies including
stroke, Parkinson’s disease and related movement disorders, general ageing, and

structural injury. Thematic analysis of the experiences of 15 clients with dysphagia
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collected through semi-structured interviews revealed an overarching theme of Journey
of discovery—Ilearning to live with dysphagia. This described participants’ experiences
of managing dysphagia at home through three subthemes: (1) The story of dysphagia,
(2) Engaging with support networks, and (3) Limited community awareness of
dysphagia. Within Subtheme 1, participants described their personal dysphagia journey,
describing their swallowing difficulties, the impact these had on their daily functioning,
and the strategies they had discovered to reduce the impact of swallowing difficulties.
As part of their story of dysphagia, they spoke of the other health issues they were
managing alongside dysphagia, which for some made their dysphagia feel like a lower
priority. Participants described losses and changes as a result of dysphagia, such as loss
of the enjoyment of eating, certain foods, and social interactions. They also explained
trying to find solutions for the dysphagia challenges they were experiencing, such as
making adaptations to their favourite foods to still be able to enjoy them. They shared
the challenges of managing dysphagia outside the home, describing strategies they
found had helped maintain social engagement beyond the home, such as going out for
cake rather than a meal or ordering something not on the menu. Subtheme 2 described
client engagement with support networks, where participants spoke of the valuable
practical, emotional, and social supports they had received from family and friends,
health professionals, and for some, their peers. Support networks were described as
integral to being able to live at home with dysphagia and other health issues. Subtheme
3 highlighted the limited community awareness of dysphagia that participants had
encountered across the spectrum of their community, from friends and the public to
health professionals and the hospitality industry. Overwhelmingly, they felt “others™ did
not know what dysphagia was, did not understand the significance, and did not know
how to accommodate for required diet and fluid modifications. It was concluded that
speech-language pathologists must consider individual client health priorities, providing
support for the psychosocial needs as much as physical needs. The findings also
highlighted the important role speech-language pathologists have in continuing to raise

the profile of dysphagia and texture-modified diets within the community.

Chapter 1’s literature review identified that the lived experience of dysphagia
from the caregiver perspective had only been the focus of a handful of previous studies,
mostly within the stroke and head and neck cancer populations. Chapter 5 provided the

caregiver perspective of supporting a family member/friend with dysphagia due to a
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range of health conditions, through semi-structured interviews. Thematic analysis
revealed an overarching theme of You do whatever it takes, underpinned by three
subthemes where caregivers described (1) Being a caregiver, (2) Support networks, and
(3) Practicalities of living with dysphagia. Within Subtheme 1, participants shared their
perspectives about their role as a caregiver, both within the context of dysphagia and
more broadly. They described the complexity of caring caused by a range of health
issues experienced by the person with dysphagia. Many also spoke about aspects of
their individual circumstances, life experiences, or belief system that informed their
perceived capacity and capability for caring, such as previous or current occupations
like nursing or life roles such as parenting. Participants spoke about the person within
the health condition and how being a carer required awareness of their family
member’s/friend’s strengths, and an understanding of how their life had changed as a
result of dysphagia and other health conditions. Participants also described their
responses to dysphagia and caring, sharing perspectives and emotions. Similar to the
support networks described by clients in Chapter 4, Subtheme 2 saw caregivers describe
their support networks, which included receiving support from family and friends. This
also included SLP services they had received, outlining aspects of this they particularly
valued such as practical information, product samples, and inclusion in sessions.
Subtheme 3 described the practical solutions carers had discovered to support their
family member’s/friend’s dysphagia, including strategies to support mealtimes, such as
food and fluid preparation and assistance during the meal. Many also spoke of how
managing dysphagia outside the home presented a range of challenges, which were
encountered not just at cafes and restaurants but also at friends’ houses. These
challenges led to the caregiver and person with dysphagia no longer going out for a
meal, opting to have cake and coffee or to bring a restaurant meal home instead.
Chapter 5 concluded that caregivers are instrumental in the support of a person with
dysphagia and other health conditions at home and accordingly should be direct

recipients of community SLP dysphagia services.
6.1 Conceptual Discussion

The following conceptual discussion section examines key findings from Chapters
2 to 5 that overarch this program of research. This section describes findings about

community-based SLP dysphagia practices and client and caregiver perspectives of
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living with dysphagia at home and contextualises them within the overall thesis and

other available literature.
6.1.1 SLP Dysphagia Practices in the Community

One of the key findings of Chapter 2 was that community-based SLP dysphagia
services appear to be delivered within the framework of a biomedical model, with little
focus on client and caregiver psychosocial wellbeing, impact of the environment, or
participation restrictions arising from living within dysphagia in the community. This is
despite the growing body of work that supports dysphagia is more than a physical
condition. The findings reported in Chapters 4 and 5 of this thesis supported previous
research that has shown dysphagia may cause a raft of negative impacts on the
psychosocial functioning of clients and caregivers (Nund et al., 2015; Pizzorni, 2017;
Threats, 2007). The predominance of SLP practices being provided in a manner
consistent with a biomedical framework appears longstanding. Almost twenty years
ago, Barczi, Sullivan, and Robbins (2000) published an opinion piece on why dysphagia
care should go beyond a focus on medical measures such as pneumonia, malnutrition,
and mortality to also consider quality of life markers. In the past decade, the number of
studies exploring the lived experience of dysphagia from the perspectives of clients and
caregivers has risen considerably, and all have concluded there is a need for speech-
language pathologists to address the psychosocial aspects of care (e.g., Nund, Ward, et
al., 2014a, 2014c; Pizzorni, 2017; Threats, 2007). Specifically, Threats (2007)
highlighted that literature focused on the life effects of dysphagia was scarce in
comparison to literature about the health effects. Yet the findings contained in this
doctoral research and reported by others (e.g., Moloney & Walshe, 2019) suggest SLP
dysphagia practices may not have evolved in line with the needs of the dysphagia
population. That community SLP services continue to practise within a biomedical,
impairment-focused model, despite speech-language pathologists acknowledging the
value of psychosocial aspects of care, identified the need to explore this further as part

of Chapter 3’s methodology.

The more in-depth exploration of speech-language pathologists’ perspectives on
the dysphagia services they provide in the community reported in Chapter 3 provided
further insights into the nature of services and practices. The discussions that occurred
within the qualitative interviews revealed that the survey findings in Chapter 2 may not

have provided the full picture. Through interview methodology, Chapter 3 highlighted
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that while SLP practices in the community may still be inherently focused on the health
effects of dysphagia, there is a strong belief among speech-language pathologists that
dysphagia practices in the community should be different and go beyond a biomedical
frame. Specifically, the speech-language pathologists in this study described three areas
of focus within their practice: psychosocial approaches to holistic care, client autonomy,
and caregiver engagement. Interestingly, these three foci are in line with core principles

of community care such as person-centred and person-directed care.

A reason for differences in the findings between Chapter 2 and 3 could be simply
explained by the nature of the methodologies employed, that is, the ability to capture
more rich detailed insights through interview methodology compared to “blunt”
methods of multiple-choice questionnaires. However, there are also many other
considerations for why these differences were observed. The findings in both Chapters 2
and 3 are, of course, based on clinician perceptions rather than observed practices,
risking that speech-language pathologists in Chapter 2 may have been willing to be
more honest about their practices when completing an anonymous survey. In
comparison, in Chapter 3, when participating in an individual interview, they may have
presented more psychosocially inclusive perspectives when discussing their practices
than what may in fact occur in practice. Indeed, in a study examining healthcare
provider perceptions of community care, Ploeg et al. (2017) found healthcare
professionals believed they were enacting person-centred and person-directed care
principles, while the perspective of their clients revealed an alternate and differing view.
That participants in Chapter 3 reported using more psychosocial practices than those
contained in Chapter 2 may also be attributed to the differences in the cohorts
participating in both studies. Looking at the participant demographics of the two
studies, it is apparent that the majority of speech-language pathologists in Chapter 3 saw
clients in their own home. In contrast, Chapter 2 participants saw clients in a range of
locations including more “medicalised” locations such as hospital outpatient clinics and
rehabilitation centres. As established in the traumatic brain injury literature, the setting
where care occurs (hospital versus in-home) can account for differences in both how
clients and clinicians approach and view care (Doig et al., 2011). Furthermore, the
difference in Chapter 2 and 3 findings could also be attributed to the characteristics of
people willing to be involved in qualitative research. It has been said those involved are

typically interested and invested in informing change (Clark, 2010), and these may be
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characteristics that underpin clinicians who have embraced new approaches to their

practice such as providing dysphagia care utilising a biopsychosocial framework.

Ultimately, the findings contained in Chapters 2 and 3 offer the first focused
insights into the nature of SLP dysphagia practices in the community setting. A key
finding is that historical dysphagia practices and philosophies, while still entrenched
within the biomedical model, may have begun to shift to be more encompassing of
psychosocial components of care. To further elucidate the current state of SLP practices
and services provided for people living with dysphagia in the community, further
research adopting research methodology that allows for direct observation of practice
would help to build our current understanding of what truly occurs in practice. Only
once further data are available will we be able to truly determine whether person-

centred care occurs in the community and to what extent this needs to be enhanced or

modified.

Psychosocial aspects of care are intrinsically linked to concepts of quality of life.
Chapter 2 found less than a third of community-based speech-language pathologists
reported using quality of life measures. In a study that examined SLP practices and
perspectives on managing quality of life issues in dysphagia, Moloney and Walshe
(2019) found that while over 90% of speech-language pathologists believed dysphagia
had a negative impact on an individual’s quality of life, only 25% felt they had time to
dedicate to this area. Interestingly, the participants in the Moloney and Walshe (2019)
study reportedly believed that quality of life issues are best addressed by speech-
language pathologists in the community setting as they felt care in the acute setting “is
often focused on acute medical status” (p. 45). However, concerningly, the same study
found community-based speech-language pathologists spent less time on matters of
quality of life compared to those in acute and rehabilitation settings (Moloney &
Walshe, 2019). In many ways, this finding is in parallel with the findings contained in
Chapter 2. The findings of both Moloney and Walshe (2019) and those contained in this
thesis in Chapter 2 are echoed by N. Miller et al. (2011) who examined SLP practices in
the United Kingdom with people with Parkinson’s disease and found dysphagia
assessment focused primarily on impairment-based measures, overlooking activity and
participation measures. This may be attributed to a lack of assessment and intervention
methods that exist beyond impairment-focused domains of the ICF, as identified in

Chapter 1. However, the findings contained in Chapters 2 and 3 speak to the need for
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greater focus on psychosocial components of dysphagia practices in the community
setting. Further development of psychosocially focused assessments, interventions, and
outcome measures may support speech-language pathologists to move towards more

biopsychosocial, person-centred practices.

Barczi and colleagues (2000) identified that different clinical approaches were
needed in different settings. The findings detailed in Chapters 2 and 3 provide
somewhat conflicting evidence for this occurring within SLP dysphagia practices across
the range of Australian clinical settings (i.e., hospital and community). Chapter 2
findings suggested that dysphagia practices are not modified based on the clinical
setting, whereas Chapter 3 findings supported the notion that different approaches occur
for different settings with value on different clinical and philosophical approaches in the
community. This discrepancy in reported versus philosophical practice requires
consideration of how community-based practice change may occur towards holistic,
person-centred, and ultimately, person-directed and self-empowered care. Change in
healthcare practice relies on service providers and clinicians first possessing the
necessary knowledge and then being supported to integrate this knowledge with skills
(Kristensen, Nymann, & Konradsen, 2016). This highlights the necessity for
community-based workplaces to enable clinician access to appropriate education,
training, supervision, and mentorship, particularly when speech-language pathologists
are new to a community role. It is also relevant to consider how universities may be
preparing the future workforce to engage in holistic, person-centred, and person-
directed care. Teaching of impairment-based dysphagia practices must be integrated
with explicit instruction about and opportunities for skill development in psychosocial
practices. Workplace resourcing may also be a barrier to holistic, person-centred, and
person-directed care. Commonly reported barriers to holistic care include lack of
clinician time and/or staffing, which were described in Chapters 2 and 3 of this thesis
and supported by the findings of Moloney and Walshe (2019) described in the
preceding paragraph. Exploration of current dysphagia service and speech-language
pathologist knowledge and skills in core community principles of person-centred,
person-directed, and self-empowered care seems an important first step towards
supporting practice change away from the biomedical model and towards a more

biopsychosocial approach.
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6.1.2 Client and Caregiver Perspectives

As described in Chapter 3, speech-language pathologists believe dysphagia care in
the community requires an approach that is intrinsically person centred. However,
current SLP dysphagia practices described in Chapter 2 suggest practices may be more
impairment focused. These findings have begun to highlight ways in which SLP
dysphagia services and practices may be enhanced; however, they do not include the
voices of those living in the community with the impact of dysphagia: clients and
caregivers. Chapters 4 and 5 aimed to address this invaluable perspective, and the
emerging issues raised by clients and caregivers guide where service and practice

changes are most needed.

Both clients and caregivers identified activity and participation restrictions and
environment limitations when describing managing dysphagia outside the home (e.g., at
restaurants, cafes, and other people’s homes). This stemmed from a lack of awareness
about dysphagia at all levels in the community, from friends and family through to the
public, hospitality industry, and perhaps surprisingly, other health professionals. This
finding was echoed in the perspectives of speech-language pathologists in Chapters 2
and 3. A lack of awareness and understanding about dysphagia in the general population
has been reported in some of the previous lived experience of dysphagia research (e.g.,
Medin et al., 2010; Nund, Ward, et al., 2014b, 2014c; Ottosson et al., 2013). A lack of
understanding among health professionals has also been previously identified (Ekberg
et al., 2002; Helldén et al., 2018). Clients and caregivers in the current research also
identified that, until they received a diagnosis of dysphagia, this was not a condition
they were familiar with. In addition, most had limited understanding of the speech-
language pathologist role, particularly in the area of dysphagia, despite all except one
participant having previously seen an speech-language pathologist for dysphagia.
Highlighted in Chapter 2, a lack of awareness of the speech-language pathologist role is
historical (e.g., Breadner et al., 1987) and appears to be an ongoing issue (Byrne, 2010;
Greenwood et al., 2000).

Based on prevalence data contained in Chapter 1, the number of people with
dysphagia in the community could be as high as 72% (Madhavan et al., 2016), and
those aged > 65 years or living with a health condition commonly associated with
dysphagia (e.g., neurological conditions) are at increased risk (Bloem et al., 1990;

Madhavan et al., 2016). In the context of a globally ageing population, who are living
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longer with more complex and chronic conditions at home, it is expected these
prevalence figures will continue to increase. This raises important concerns about how
people with dysphagia living at home in the community may be identified and linked in
with appropriate health services, including SLP, if the very people living with the
condition and the health professionals they encounter know little about it and are unsure
who to refer clients to for dysphagia assessment and management. Further, this lack of
awareness creates obvious barriers for clients and caregivers themselves to enact
community healthcare principles of person-directed care underpinned by self-
empowerment. If they do not know that dysphagia is an issue that can be supported, and
that speech-language pathologists are the key health professionals in dysphagia
assessment and management, then they will be powerless to advocate for their needs in
this area. Last, such widespread lack of awareness will continue to prevent clients with
dysphagia and their caregivers from accessing their environment and participating in
social activities of eating and drinking until the hospitality industry begins to
acknowledge dysphagia as a condition that requires adaptations to foods and beverages.
Initiatives in other parts of the world are underway to promote increased awareness of
dysphagia, such as the recent collaboration between the European Society for
Swallowing Disorders and the European Union of Geriatric Medicine Society who
released a white paper emphasising the importance of dysphagia with the aim of
increasing awareness among health professionals and society (Baijens et al., 2016).
However, no such initiatives appear to be underway elsewhere. That these issues of
reduced awareness and understanding of dysphagia and the speech-language pathologist
role appear longstanding, and do not seem to be improving, suggests new approaches in
the widespread education of others about dysphagia and the speech-language

pathologist role are needed.

Overwhelmingly, the experiences of clients and caregivers indicated that
environments outside the home are not dysphagia friendly, which presented a range of
psychosocial barriers and impacts for both clients and caregivers. While the challenge
of eating with dysphagia outside the home has been previously reported, it has not been
a major hallmark of the literature to date. Such a concept has only explicitly arisen in a
handful of studies from the head and neck cancer literature and with two recent studies
highlighting this challenge from the client perspective (Nund, Ward, et al., 2014c;
Ottosson et al., 2013) and caregiver perspective (Nund, Ward, et al., 2014a). That this
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concept has only begun to arise as a finding in the lived experience of dysphagia
literature suggests this may be a more recent challenge for clients and caregivers and is
perhaps reflective of current societal lifestyles of eating outside the home. Indeed, U.S.
household expenditure on food purchased outside the home has risen 94% in the last
two decades (U.S. Bureau of Labor Statistics, 2017). The mounting voices of clients and
caregivers seeking solutions to eating and drinking outside the home with dysphagia

cannot be ignored.

In Chapters 4 and 5, clients and caregivers described the impact of living with
other health issues alongside dysphagia, describing these other health issues as the same
or a higher priority than dysphagia. This is in contrast to earlier studies about the lived
experience of dysphagia, where findings have focused strongly on issues related to
dysphagia and not other health conditions more broadly. Only one previous study has
described the lived experience of dysphagia within the context of a broader health
condition, which was in the MND population (Lisiecka et al., 2019). That the emphasis
on other health issues was a clear research finding in this research may be a result of the
participants being predominantly older (> 70 years of age) and therefore more likely to
be managing a range of health conditions. Irrespective, this finding highlights the need
for speech-language pathologists to consider individual client health priorities by
exploring these explicitly with and listening to clients and caregivers. Acknowledging
dysphagia may not always be the highest priority will allow person-directed and self-

empowered care to occur.

As described in Chapter 1, principles of person-centred care, person-directed care,
and self-empowerment in health care are increasingly core pillars of community-based
healthcare services. These principles have become particularly relevant in the Australian
health context due to system changes, such as the introduction of the NDIS and MAC.
Such principles require individuals to make their own healthcare decisions and advocate
for their healthcare needs, which we know from previous research and the findings in
Chapter 4 and 5 are a combination of medical and psychosocial in nature. However, if
healthcare services such as SLP continue to practise in an impairment-focused manner
as Chapter 2 suggests, then few opportunities for clients and caregivers to enact
principles of person-directed care and self-empowerment will exist. Such divergence
between desired community health service models and actual health service delivery

threatens to undermine the very essence of community-based health care. This
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discrepancy has been identified as an issue across a range of health professions (Lines et
al., 2015; Ploeg et al., 2017). It is therefore timely that community-based health services

receive research attention and explore ways of service optimisation.

Across Chapters 4 and 5, clients and caregivers described the role speech-
language pathologists had played in supporting their management of dysphagia at home.
Most of these descriptions centred on impairment-based practices, with many describing
finding their own practicalities of living with dysphagia. A small number of participants
described receiving SLP input addressing the ICF domains of activity and participation,
or environment and personal factors (e.g., discussion about dysphagia-friendly foods
available at the supermarket or in restaurants, cooking a dysphagia-friendly cake
together). These findings from Chapter 4 and 5 highlight that there may be varying SLP
dysphagia practices occurring within the community context, which aligns with the
differing conclusions drawn from the findings of the Chapters 2 and 3 based on speech-
language pathologist reports of clinical practice. It would seem that some speech-
language pathologists, as Chapter 3 suggests, may be taking a more holistic and person-
centred approach to dysphagia care, while others may be more focused on impairment
level practices as suggested in Chapter 2. This variability indicates that services and
clinician practices may be in a process of change towards more psychosocially focused
practices and raises important questions about how this can become the norm and not

the exception.
6.2 Clinical Implications

This program of research identified that SLP dysphagia practices in the
community appear predominantly biomedical in nature with a focus on the swallowing
impairment, but that community-based speech-language pathologists recognise and
value person-centred care and concepts of the ICF when supporting those with
dysphagia at home and their caregivers. The client and caregiver perspectives in this
research highlighted a range of physical and psychosocial needs that are in many ways
unique to living at home with a health condition, further reinforcing speech-language
pathologists’ views that dysphagia care in the community requires a different approach
to other healthcare settings. It is therefore proposed that future SLP approaches to
supporting a person with dysphagia living at home in the community and their caregiver
be two-fold: (1) that SLP dysphagia care is comprehensive, encompassing both

impairment and psychosocial care components, and is personalised to the individual and
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(2) that speech-language pathologists work to raise the profile of dysphagia within the

community. Each of these is discussed further next.
6.2.1 Provision of Comprehensive and Personalised Dysphagia Care

SLP provision of comprehensive and personalised dysphagia care requires
conceptualisation of three key considerations: (1) The client: Who are they and what do
they need? (2) Services: What to provide? and (3) Services: How to provide? A
conceptual framework that places “the client” at the centre is conceptualised in Figure
6.1 and then expanded in Sections 6.2.1.1 to 6.2.1.3.

O
O

Services:

What to The Client:

Who are they

provide?

and what do

they need? Services:
How to

provide?

Figure 6.1. Conceptual model of SLP dysphagia care in the community setting.

6.2.1.1 The client: Who are they and what do they need?

While this thesis has used the term client to describe the person living with
dysphagia, is it proposed that the client may also be the caregiver of the person with
dysphagia, or equally, the client and caregiver dyad. Outlined in Chapter 1 and echoed
in the findings of Chapters 4 and 5 is the notion that caregivers are central to the support
of a person living at home with dysphagia, and their role cannot be underestimated. A
growing body of evidence confirms caregivers of a person with dysphagia may
experience significant burden (Shune & Namasivayam-MacDonald, 2019) and impacts

to their own quality of life as a result of their caring role that must not be ignored
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(Davis, 2007; Ekberg et al., 2002). Further, as reported by Martino et al. (2010), clients
and caregivers may differ in their perceptions of dysphagia priorities. This means that
clients and caregivers may ultimately have different dysphagia care needs that must be
addressed at the level of the individual. Accordingly, SLP dysphagia services and
practices must consider “who” the client is, as the person with dysphagia, the caregiver,

or both equally may require targeted SLP support in the community.

Currently within the Australian community healthcare context, from an
organisational perspective, one major barrier exists to caregivers being “the client” and
main recipient of health services. Caregivers are anecdotally “silent” consumers of
health care, and care is instead targeted solely at the person with the health condition.
For example, within publicly funded services, referral to SLP services is based on the
“client” having a health condition that falls within the scope of the service, therefore
referrals can only be accepted when the person with dysphagia is the client. Caregivers
being referred or self-referring for SLP services are not currently able to receive such.
This presents an obvious limitation about “who” speech-language pathologists perceive
the care recipient to be and has implications for facilitating person-directed and self-
empowered health care in the community setting. This issue must be addressed to
ensure those who need SLP dysphagia services can receive them in a timely and

individualised manner.
6.2.1.2 Services: What to provide?

Central to concepts of person-centred care, the ICF, and biopsychosocial care
broadly, is the intention for a person to live well with their health condition(s). While
this thesis argues that speech-language pathologists should take a more biopsychosocial
approach to dysphagia care in the community, this must not be confused with
abandoning consideration of the physical impairment. It will always be important for
speech-language pathologists to assess and understand the underlying physical
impairment of dysphagia. Rather, what is being proposed is the concept that SLP
dysphagia services in the community must encompass all aspects of the ICF to truly be
comprehensive and person centred. Community-based speech-language pathologists
should equally consider an individual’s health condition(s) and body functions and
structures, along with environmental and personal factors, and how these interact with

their capacity to participate in activities in their life and the world around them.
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When considering a client’s health condition(s), it is important for speech-
language pathologists to consider if dysphagia is in fact the condition of highest
importance or impact to the client and caregiver. As observed in the current thesis, it
may in fact be the health condition causing dysphagia, or a different condition entirely,
that is of primary issue for the individual. A major finding of this research was that
clients living at home with dysphagia may experience a range of health conditions, and
dysphagia may not be the highest priority. Further, as found by Martino et al. (2010),
clients and caregivers may differ on their healthcare priorities. Therefore, consideration
of the health condition(s) a person with dysphagia may be living with and that a
caregiver may be supporting is central to understanding client and caregiver healthcare
needs and priorities. In turn, this will help to inform the nature of SLP input the client
and their caregiver may be seeking. These needs and priorities may be starkly different
among clients and highly individual. For example, some clients may only wish for
education, others may seek social or group-based intervention, some may prefer
sessions in their own home, while others may prefer this out in the community (e.g., at a
cafe). Consequently, a “one size fits all” approach to dysphagia care in the community

should not be the objective.
6.2.1.3 Services: How to provide?

Based on findings in this thesis and by other researchers, it is clear that current
SLP dysphagia assessment approaches, entrenched in the biomedical model, fall short
and must be reconsidered. In addition to assessment of the physical dimensions of
dysphagia, speech-language pathologists should ensure psychosocial assessment in line
with other aspects of the ICF, such as activity and participation. From a person-centred
care viewpoint, this should always begin with knowing the client and caregiver first, for
example, exploring if the client and caregiver understand why they have been referred
to SLP, if they perceive they have a swallowing issue, and how it is currently impacting
them. It is clear from the literature presented in Chapter 1 that further research is needed
to develop robust and comprehensive psychosocial assessment processes in dysphagia,
but consideration of psychosocial domains by speech-language pathologists as part of a

dysphagia assessment battery is an important first step.

As part of community-based SLP management practices, provision of intervention
and supports focused on ICF domains of activity and participation, and environment and

personal factors, must occur. While impairment-based practices for assessment and
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intervention are well established and form the focus of current SLP dysphagia practices
in the community as evidenced by the Chapter 2 findings, psychosocially focused
supports must also occur for clients and caregivers. Indeed, the caregiver accounts in
Chapter 5 described the value of practical supports they had received from speech-
language pathologists, such as product samples or where to buy texture-modified
supplies, but the findings in Chapter 2 suggest these practices are uncommon and
piecemeal. speech-language pathologists must be supported to develop skills and
resources that address the activity and participation needs of clients and caregiver when
living with dysphagia at home, for example, by providing texture-modified recipes, lists
of foods suitable for different texture-modified levels available from a supermarket, or
hands-on cooking demonstrations. Such examples offer the beginning of solutions that
enable SLP dysphagia care in the community to move away from impairment-focused

practices and towards more comprehensive and personalised dysphagia care.

Core to SLP practice must be the education of clients and caregivers about
dysphagia in a way that is personalised to them and their circumstances. This will
enable clients and caregivers to understand the implications of dysphagia, to feel
empowered about their healthcare choices, and self-direct their care accordingly. This is
particularly important in the current healthcare landscape, where government drivers are
requiring clients and caregivers to direct their own health care (e.g., in the NDIS and
MAC in Australia). These initiatives, and the healthcare providers that deliver NDIS,
MAUC, and similar community-based services, are rooted in consumer-driven
philosophies. This means the recipients of services, such as people with dysphagia and

their caregivers, must be put first and their disease second.

It is essential for the SLP workforce to be encouraged and supported to think
outside the square in the development and delivery of comprehensive and personalised
dysphagia care. This will need to occur at both a university and workplace level, with
sufficient opportunities for knowledge and skill development of dysphagia practices that
transcend impairment-focused assessment and intervention. It is proposed that
collaboration between clinicians and researchers and showcasing innovations in practice

and research will assist in widespread practice change.
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6.2.2 Community Advocacy and Health Promotion

A significant finding of this program of research was the lack of awareness about
dysphagia that exists within the community, among the public, health professionals, and
the hospitality industry. This finding directly relates to the environment surrounding the
person with dysphagia and their caregiver and, as per their perspectives in Chapters 4
and 5, highlights there are currently more barriers than enablers within their

environments related to dysphagia.

In ICF terms, environment refers to barriers or enablers in an individual’s
environment that support or hinder them in the context of their health condition.
Regarding dysphagia, this may include availability of suitable food and fluid options
(including products) as well as the knowledge and attitudes held by family members,
friends, and health professionals. Speech-language pathologists must play an integral
role in raising the profile of dysphagia within the community through advocacy and

health promotion efforts.

As was described in the Chapter 4 findings, clients felt a lack of dysphagia
knowledge existed among health professionals, which involved medical professionals in
particular. This was encountered by clients when asking for dysphagia-related advice
from their doctors. Rarely did they feel they received a response that was helpful. That
medical professionals may not possess knowledge of dysphagia is not a new finding, as
previous research by Carlsson et al. (2004) and Helldén et al. (2018) described in
Chapter 4 highlights. But it is clear from the findings in this thesis that there is a need
for speech-language pathologists to provide targeted information and education to a
range of health professionals who may be supporting a person with dysphagia. It is
proposed that a suitable starting point for this would be the primary care setting, such as
general practitioners (also known as family doctors) because, as highlighted in Chapter
1, this is the setting where people living at home with a health condition(s) typically
have their first point of contact with the health system. Ensuring health professionals are
well versed in what dysphagia is and know to facilitate referral to SLP is essential,
particularly for those supporting clients and caregivers at their initial point of contact
with the health system. An important first step is for speech-language pathologists to
focus their education efforts on raising the profile of dysphagia among the health

professionals they work with in the support of a person with dysphagia living at home.
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Another key sector that lacked awareness and understanding of dysphagia was the
hospitality industry. According to clients and caregivers, this included cafes and
restaurants but could also extend to include the supermarket and grocery industry.
Clients and caregivers in Chapters 4 and 5 shared their difficulties of finding foods
outside the home that were suitable to be consumed in the context of dysphagia and
their attempts to find solutions to these difficulties. Such attempts were often
unsuccessful as they relied on wait staff and chefs to understand dysphagia diet
requirements, which clients and caregivers reported they did not. While further research
is needed to understand current knowledge about dysphagia in the hospitality and
supermarket industry, speech-language pathologists must acknowledge their expert
knowledge of dysphagia and texture-modified food and fluids and be engaged in the
widespread sharing of it. Embracing opportunities for information sharing and
education of staff in the hospitality and supermarket industries by speech-language
pathologists will enable the creation of dysphagia-friendly environments for clients and

caregivers.

The lack of awareness and knowledge about dysphagia described by clients and
caregivers also included the public: friends and strangers whom they felt did not
understand the health condition and its associated requirements. Further, it extended to
include clients and caregivers themselves, describing that they did not know anything
about dysphagia prior to receiving a dysphagia diagnosis. The lack of awareness and
knowledge among the public is problematic for a number of reasons. First, as described
by client and caregivers, this can lead to social isolation when attempting to eat and
drink in the company of others, both at home and outside the home. Second, this lack of
awareness may prevent people with dysphagia from appropriately seeking timely
dysphagia care. If they do not understand the issues, then clients and caregivers will not
be able to self-direct their own healthcare needs, let alone feel empowered to do so. It is
proposed that the peak SLP professional bodies and dysphagia research groups globally
must continue to play a key role in the widespread dissemination of information about
dysphagia in ways that are easy for the public to understand. Public campaigns building
on existing initiatives like Swallowing Awareness Day (Royal College of Speech and
Language Therapists, n.d.; Speech Pathology Australia, n.d.-a) must continue to be
externally focused beyond the SLP profession directed towards the general public.

Information dissemination should extend to include media coverage where possible.
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The white paper released by the European Society for Swallowing Disorders and the
European Union of Geriatric Medicine Society shows such groups’ commitments to
increasing the awareness of dysphagia among health professionals and society (Baijens
et al., 2016). It is essential for SLP professional associations and dysphagia research
groups to continue to expand the nature of this work and play a key role in influencing
the environments that support clients with dysphagia to participate in their lives and in
society. Through initiatives targeted at health professionals and the hospitality and food
service industry, the public may also begin to learn about swallowing difficulties and
how these can be supported and accommodated. Importantly, raising the profile of
dysphagia among the public may assist in the identification of people living with

undiagnosed swallowing difficulties.
6.3 Limitations and Future Directions

Several limitations have been identified in this body of research, many of which
were elucidated in Chapters 2 to 5, and findings must be considered in light of these.
First, this research was conducted within the Australian context, making the extent to
which findings can be translated to global health contexts difficult to determine.
Findings may be more applicable to health systems comparable to that of the Australian
context, such as the United Kingdom and Canada where the majority of primary care
services are publicly funded. To more fully understand community-based SLP
dysphagia services and practices beyond the Australian context, a global view is
indicated. Further, as discussed in Section 6.1, differences in the findings between
Chapters 2 and 3 may be attributed to participant demographics. While the dominant
location of clinical services for participants in Chapter 2 was the client’s home,
responses were also received from speech-language pathologists working in a range of
settings including acute hospital and community health centres. This presented a more
global overview of dysphagia services and practices for people managing dysphagia at
home. While Chapter 3 used purposive representative sampling methods in line with
Chapter 2’s participant demographics, the majority of speech-language pathologists
recruited were predominantly seeing clients in the client’s home and, due to a
deliberately smaller sample size, may have contributed to the difference in findings

across these two studies.

Second, when considering the lived experiences of clients and caregivers, the

participants in this program of research predominantly reflected certain demographics.
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Particularly, participants were managing dysphagia considered functionally mild,
demonstrated by minimal required modifications to diet and fluids, which may
influence the perceived impact of dysphagia and the challenges experienced. Further,
most clients and caregivers were older (aged > 70 years) meaning conclusions may be
most indicative of an older population and may limit applicability to younger people
with dysphagia. While these demographics likely represent the majority of people
managing dysphagia at home, future research should focus on the lived experience of
dysphagia of varying severity levels and the experiences of younger people with
dysphagia to more fully understand the diversity of dysphagia experiences and

challenges that may occur.

Third, client and caregiver perspective data were collected at a single time point.
It would be valuable for future research to focus on how individuals with dysphagia and
their caregivers experience this at multiple time points, for example, from diagnosis to
long-term management. Previous research suggests that the needs and perceptions of
people with acute vs chronic dysphagia vary and likely change over time (Martino et al.,
2010). It 1s therefore hypothesised that there would be differences in client and
caregiver perspectives over time, particularly where dysphagia is due to a health
condition that is likely to change such as those that are progressive. Understanding the
potentially changing needs of clients and caregivers across time would enable SLP

dysphagia services to be more responsive and targeted.

During the interviews with clients and caregivers, some offered insights about
what they want from dysphagia services and health professionals. These insights,
however, were limited, and it is suggested that future research explores what clients and
caregivers would want for their dysphagia care. This should extend to include co-design
of dysphagia services with clients and caregivers to ensure their needs are truly met.
Gaining such insights and input would enable services for people with dysphagia and

their caregivers to be truly optimised.

In sum, considering the dearth of psychosocially focused dysphagia assessment
and intervention methods highlighted in Chapter 1, and the knowledge that current SLP
dysphagia practices are inherently biomedical as found in Chapter 2, further research is
required in this space. Development and evaluation of dysphagia assessment and
intervention methods targeted at ICF domains of activity and participation, and

environment and personal factors, are needed to support speech-language pathologists
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to practise more holistically. As part of supporting this practice shift, community-based
dysphagia services must develop and evaluate models for such care, which may be
informed by the conceptual model of SLP dysphagia care in the community setting
presented in Figure 6.1. It is essential for the profession, including peak professional
bodies and research groups, to consider how advocacy about dysphagia and the speech-

language pathologist’s role in dysphagia may be influenced.
6.4 Conclusion

This thesis has described the multifaceted impact dysphagia may have on an
individual and their loved ones living at home in the community, highlighting that
dysphagia is a health condition that transcends a purely physical swallowing
impairment. While SLP services and practices appear to be functioning in a more
traditional biomedical model, there appears to be growing recognition of the value of a
more holistic, psychosocially focused approach among the SLP profession and in the
research literature. SLP practices must evolve to meet the needs of clients with
dysphagia living at home in the community and their caregivers. Caregivers are central
in the support of a person with dysphagia at home and must be acknowledged as a direct
recipient of SLP services. It is imperative that speech-language pathologists consider
both the physical impairment and psychosocial aspects in assessment and management
of dysphagia to enable holistic treatment and to best support the challenges reported by

clients and caregivers managing dysphagia at home, now and into the future.
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Appendix 2
Dysphagia in the Community: Survey of Speech-Language Pathologist Practices

1. Eligibility to participate

1a. Are you a speech pathologist working in Australia who works with adults
with dysphagia?

Please choose only one of the following:

Yes

No

1b. Do you currently provide any dysphagia services for adults who live at home?
(If you solely provide services to clients with dysphagia who are in a residential
aged care facility or inpatient hospital setting, please select 'No').

Please choose only one of the following:

Yes

No

1c. If you have answered YES to both of the above questions, please continue with
the survey.
If you have answered NO to one or both of the above questions, please close your

browser window and do not continue with the survey.
Would you like to continue with the survey?
Yes

No

2. Speech Language Pathologist Demographics

2a. How long have you been working clinically as a speech pathologist? (years &

months)

2b. How experienced are you in working with adults living at home with

dysphagia?
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No experience
Limited experience
Some experience
Quite experienced

Very experienced

2c. In the service where you see adults living at home with dysphagia, do you work
full time or part time?
Full time

Part time*

*2cc.You have indicated that you work part-time. What FTE (full time equivalent)
do you work in this position? (e.g., 0.2FTE, 0.5FTE)

3. Service Characteristics

3a. How many staff in your service (express as FTE) provide speech pathology

services for adult clients living at home with dysphagia?

3b. In the service where you see adults living at home with dysphagia, which
category best describes your service:

Please select one option. If you work across multiple services, please select the one
where you spend the majority of your time working with adults with dysphagia who live
at home.

Public

Private Hospital / Private Outpatient Service

Private Practice

NGO Other

3c. Please indicate which state or territory you conduct the majority of your work
with adults living at home with dysphagia:

Please choose only one of the following. If you work across multiple states/territories,
please select the one where you spend the majority of your time working with adults

with dysphagia who live at home.
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Queensland

New South Wales
Australian Capital Territory
Victoria

Tasmania

South Australia Western Australia Northern Territory

3d. In the service where you see adults living at home with dysphagia, please
indicate where the majority of your work is conducted: (Please choose only one of
the following):

Metropolitan

Regional

Rural and/or Remote

3e. Of the adult clients you see with dysphagia living at home, please indicate the
setting/s in which you see these clients and what proportion of your caseload this
accounts for (Total of all entries must equal 100):

Client’s home

Community Health Centre

Outpatient Rehabilitation Unit

Inpatient Rehabilitation Unit

Acute Hospital

Private practice clinic

Other

3f. Please indicate who may refer a client to your service: (Please choose all that
apply).

Client initiated (self-referral)

GP or other medical doctor

Allied Health professional (including speech pathologist)

Other

3g. Please indicate who your service's primary referral source is: (Please choose

only one of the following)
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Client initiated (self-referral)

GP or other medical doctor

Allied Health professional (including speech pathologist)
Other

4. Caseload

4a. Of the adult clients you see living at home with dysphagia, please identify the
client groups you see and estimate the proportion of your caseload these account
for (Total of all entries must equal 100):

Stroke

Traumatic brain injury

Dementia

Parkinson's disease

Motor neuron disease

Other progressive neurological disease

Cancer (including head and neck cancer)

Psychogenic / anxiety

Disability (e.g., intellectual disability)

General ageing

Unknown aetiology

Other not specified above

*4aa. If you have indicated there are clinical populations not seen by your service,

please list the populations (if any) that are ineligible for your service:

5. Service Policies and Governance

Sa. Does your service have a current waiting list of adult clients living at home with
dysphagia, awaiting access to services? (Please choose only one of the following):
Yes*

No

*Saa. On average, how long do clients wait to access services?
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*Saaa. Please describe the prioritisation criteria used for fast tracking any clients

on your waitlist:

5b. Once an adult client living at home with dysphagia has been seen by your
service, is there a limit to how many times you can see them for dysphagia
services? Please detail the nature of these limitations. (Please choose only one of the
following):

Yes

No

Make a comment on your choice here:

5c. Do you have any restrictions regarding the nature (e.g., diagnostic group) of
adult clients living at home with dysphagia that you can see in your service? (Please
choose only one of the following):

Yes

No

Make a comment on your choice here:

5d. In general, when adult clients living at home with dysphagia are receiving input
from your service, how frequently are they seen? (Please choose only one of the
following):

Daily

1-2 times per week

Once per week

Fortnightly Monthly Other
Se. When managing adult clients living at home with dysphagia, how often do you
use the following service models: (Please choose the appropriate response for each

item):

Never Occasionally Often Always
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Individual
treatment
sessions only
Group and
individual
treatment
sessions
Group sessions

only

5f. Does your service provide ongoing monitoring and review of adult clients living
at home with dysphagia? (Please choose only one of the following):
Yes*

No

*5ff. How long can the monitoring period be before clients must be discharged

from your service?

*5fff. What would be the predominant mode of review? (Please choose only one of
the following):

Face to face

Telephone

Telehealth

Other

6. Speech Language Pathology Management Practices

6a. In terms of service provision to adult clients living at home with dysphagia,
please review the dysphagia assessment options in the table below and indicate
your use:

Please choose the appropriate response for each item:
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VESS
/MBS

FEES

Clinical
Swallow

Exam

Cervical

Auscultation

Pulse

Oximetry

Cough
Reflex
Testing

Not available at
my workplace
and I have no
access to this

service.

Not available in
my workplace
however we have
services we can
refer clients to
have this
assessment

conducted.

Available at my
workplace but I

never use.

Available at my
workplace but I
only use

occasionally.

Available at my
workplace and I

use frequently in

my practice.

6b. Considering the adult clients living at home with dysphagiathat you see on your

caseload, which management approach do you predominantly use? (Please choose

only one of the following):
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Compensatory management only (e.g., postural, fluid/food modifications) with no use of

active rehabilitation

Combination of compensatory and some rehabilitation / safe swallow techniques (e.g.,

mildly thick fluids with a supraglottic swallow technique)

Combination of compensatory and regular active rehabilitation (e.g., postural / dietary

modifications with additional active rehab program of exercises and manoeuvres)

6¢c. How often would you recommend a Free Water Protocol for your adult clients
living at home with dysphagia? (Please choose only one of the following):

Never

For selected clients only

Often

Always

6d. What approximate proportion of your adult clients living at home with
dysphagia require modifications of FOOD consistencies? (please denote this as a
percentage)

Please write your answer here:

6e. What approximate proportion of your adult clients living at home with
dysphagia require modification of FLUID viscosity? (please denote this as a
percentage)

Please write your answer here:

7. Collaboration Practices

7a. Do you work closely with other health professionals in managing adult clients
with dysphagia living at home? Please review the list below and indicate your level

of collaboration:

Never Occasionally Often Always

Dietitian
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General Practitioner

(GP)

Medical Specialist

Nursing staff

Occupational Therapist

Pharmacist

Physiotherapist

Psychologist
Social Worker

7b. Do you encourage your adult clients living at home with dysphagia and their
carergiver/s to access support groups or social groups? (Please choose only one of
the following):

Yes*

No

*7bb. Please identify the social/support/community groups you refer clients to:

7c. How much do you involve caregiver/s in your dysphagia sessions? (Please
choose only one of the following):

Never

Occasionally

Often

Always

8. Reporting and Outcome Measurement

8a. Do you routinely collect functional impact or quality of life measures from adult
clients living at home with dysphagia? (e.g., SWAL-QOL, AusTOMS) (Please
choose only one of the following):

Yes*

No
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*8aa. Please comment on which tool/s are used. Please write your answer here:

8b. Do you routinely collect other outcome measures from adult clients living at
home with dysphagia? (e.g., Goal Attainment Scaling) (Please choose only one of the
following):

Yes*

No

*8bb. Please comment on which tool/s or process is used. Please write your answer
here:
8c. Do you monitor for signs of anxiety / depression in adult clients living at home
with dysphagia, and their caregivers? (Please choose the appropriate response for
each item)
Clients Caregivers

Yes, routinely

Only if indicated

No

9. Speech Language Pathology Education Practices

9a. With regards to education of adult clients living at home with dysphagia, please
select all that you routinely provide: (Please choose the appropriate response for each

item):

Never Occasionally Often Always

Visual information (e.g.,

diagrams, videos)

Verbal information

Written information
(e.g., brochures,

websites)

Demonstration (e.g., of

how to thicken fluids)
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9b. With regards to education of carers of adult clients living at home with
dysphagia, please select all that you routinely provide: (Please choose the

appropriate response for each item):

Never Occasionally Often Always

Visual information (e.g.,

diagrams, videos)

Verbal information

Written information
(e.g., brochures,

websites)

Demonstration (e.g., of

how to thicken fluids)

9c. What resources do you provide your adult clients living at home with
dysphagia? (e.g., handouts and brochures, cookbooks/recipes, websites, etc). Please
write your answer here:

10. Service Strengths and Challenges

10a. What do you identify are your main service delivery STRENGTHS for
assisting adult clients living at home with dysphagia?

Please list your perceived top three strengths:

1.

2.

3.

10b. What do you identify are your main service delivery CHALLENGES for
assisting adult clients living at home with dysphagia?

Please list your perceived top three challenges:

1.

2.

3.
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10c. What do you think ENABLES client adherence to speech pathology
recommendations, for adult clients living at home with dysphagia: (please rank what
you feel are the top 3 factors). Please number each box in order of preference from 1 to

7:

When the client +/- caregiver understands the importance of adherence

When the client has family/caregiver support for the recommendations

When the client has medical team (e.g., GP, specialist) support for the recommendations
When food/fluid is pre-packaged

When the food/fluid is prepared for the client (e.g., by a caregiver or family member)
When the client +/- caregiver has resources (e.g., financial, physical etc)

Other

10d. What do you think PREVENTS client adherence to speech pathology
recommendations, for adult clients living at home with dysphagia: (please rank
what you feel are the top 3 factors). Please number each box in order of preference

from1to9:

Lack of support from family / caregiver

Client +/- carer deny a swallowing problem or underestimate the severity of the
dysphagia

Client +/- carer cognitive issues impacting on compliance

Client dissatisfaction with thickened liquids or texture-modified foods

Reduced social participation for client +/- carer

Client +/- carer accepts the risks of eating and drinking non-recommended food/fluids
Client +/-carer reports an external authority (e.g., doctor) denies a problem or need for
intervention

Lack of resources (e.g., financial, physical etc)

Other

Thank you for your time to respond, it is very much appreciated.
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Appendix 3
Participant (Speech-Language Pathologist) Interview Questions

Demographics:

1. How long have you been working clinically as a speech pathologist with adults

with dysphagia who live at home?

2. What is your age?

Questions:
3. Could you describe what a typical patient journey into and through your service

may look like for a client with dysphagia who lives at home?

4. Could you describe if and how that approach changes for different population
subgroups?
5. What do you perceive are the overarching objectives/goals of your service for

community clients with dysphagia?

6. What are the major drivers and/or factors that influence how your service is

designed and delivered for clients in the community?

7. Can you describe if you feel the community service that you can offer is

adequate for your clients’ needs and why?

8. If you could spend some time talking someone who controls funding for

community services, what would you tell them, or ask for, if you could?

9. Is there anything else you would like to tell me about?
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Appendix 4
Excerpts of Reflective Journal

Excerpt from interview with speech-language pathologist

Interview with SP working for NGO in metro VIC. Overall she felt her service was
optimal — reported this was due to flexibility to do what is needed by her clients, and no
funding limitations. Reported the importance of the carer, which has been echoed in all
interviews so far. Also emphasised the importance of GP/other referral source (e.g.,
council workers who are in the client home helping with meals, cleaning etc) and

education++ and awareness of SP role.

Rapport felt easier — perhaps because she was my age/stage clinically, but also she just
started maternity leave, so was something to talk about before ‘getting down to
business’. Quality of call was also great as I was at work in my quiet office with no
echo, no background noise etc. This felt much more natural and free flowing, like a

conversation — this is starting to feel a lot easier!

Excerpt from interview with person with dysphagia

I was referred this participant from a private practitioner who hadn’t given me any
information about the client and I didn’t have any idea what to expect. The participant
ended up being a 39-year-old woman who had a stroke 4 years ago and lives at home
with her mum while working part time — this very much caught me by surprise! As soon
as I arrived, her mum also told me how her daughter had been admitted to hospital a
few days ago and was very unwell and that she’s doing PEG feeds with no oral intake —
this is an exclusion criteria in my study. Thankfully after discussing the situation with
both of them, they informed me the PEG is only for a couple of weeks while she is
treated for a chest infection and that she’s been having predominantly oral intake prior
to this. I was worried for a moment as I’'m desperate for participants and was also so
keen to hear a young person’s perspective as all bar one other patient has been over 65

years.

Putting this young woman at ease and hoping she felt open to share her experiences felt
like more of a challenge than so many of the other people I’ve spoken to during this

study. She was more of a peer, and though I’ve worked with patients who are peers

206



clinically, this felt different. It felt like she was doing me a favour by participating

(which she was!) and I didn’t want her to regret agreeing to do so.

I think she enjoyed having someone new to talk to and was open to sharing her
experiences but still seemed (by personality rather than any cause during the interview)
to be private, and she did say that at some point during the interview also. She was able
to share insights of living with dysphagia as a young person who is still working and
having a social life which was a new perspective. But, she still spoke of similar
sentiments to other patients — that dysphagia isn’t the highest priority, that she’s found
ways to make it work (e.g. by not having meals with friends but sees them for shorter

periods and only for nibbles).

Excerpt from interview with caregiver

This caring relationship is not a spouse/de facto one but rather a good friend who lives
with the patient (who is the opposite sex), like a companionship arrangement. This carer
spoke about her past experiences caring, as a child for younger siblings in a difficult
home situation and as a paid employee in the aged care sector prior to retirement. She is
in her mid 80s and had a strong sense of doing all you can for people and it being
something you just do and get on with, but also acknowledged her own age and
limitations and that she isn’t sure for how much longer she can keep caring as the
patient’s needs have increased a lot in the past 6 months (he has Parkinson’s and a

number of other co-morbidities).

The interview was long (almost 90 mins) because she was very chatty but often
tangential. It was hard to keep her on topic but she was so generously giving her time to
meet with me, I felt bad redirecting her. Her MMSE score was 30/30 and she was a very
articulate, well put together lady, so I think this also made me feel bad redirecting — her
verbosity and tangentiality were not due to cognition! I was also conscious of an
appointment they had later in the day which was fast approaching (they had 30 mins
from when I left to when the next lady was arriving in the end — and needed to do lunch

in that time).

Overall she definitely voiced some feelings of carer burden but in terms of the
dysphagia, she voiced that she’s had to learn and while initially feeling overwhelmed,

realised quickly that diet and fluid modification was not a big deal and feels she’s

207



adapted to it and taken it in her stride. She voiced a love of cooking and that she’s found
ways for them to eat the same meals still but acknowledges this will be harder in the
future if the patient’s swallowing worsens. She voiced satisfaction with the speech
pathology services they’ve received and struggled to identify ways the services could be
improved or what essential elements the services needed to be effective. This has been a
common theme in the interviews and perhaps is a case of ‘they don’t know what they

don’t know’.
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Appendix 5
Participant (Client) Interview Questions

Demographics:
e Gender
o Age

e Employment status (in paid employment / not in paid employment)

e Current diet and fluid recommendations

e How long have you been diagnosed with dysphagia / when did your dysphagia

begin?

e What services have you accessed for dysphagia previously and currently?

When? How many sessions?

Dysphagia at home experience questions

Question 1: Tell me about your eating and drinking and mealtimes before you had a

stroke / were diagnosed with Parkinson’s disease.
Prompts if needed:

Favourite foods/drinks

Mealtime routines

Mealtimes at home vs at a friend/family home vs out/in public

Question 2: Tell me about your swallowing problems and what it’s like living with

these (describe the impact dysphagia has on your life).
Prompts if needed:

Key issues

Feelings

Challenges / barriers
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Things that have made living with dysphagia easier / enablers
Experience of support services
Burden of treatment / disease

Social / relationship impact (with person with dysphagia as well as friends and

family)
Psychological / emotional impact
Health / medical impact

Mealtimes — at home, with friends/family, in public

Question 3: Tell me about how you have adjusted to living with dysphagia including

any strategies you use or have used.
Prompts if needed:
Environments (home vs family/friend house vs out/in public)
Mealtimes
Social supports
Modifications (to food/drink/mealtimes)
Therapies

Relationships

Question 4: What are some things that are an obstacle or problematic for managing

dysphagia at home?
Prompts if needed.:
Key issues
Environments (home vs family/friend house vs out/in public)
Relationships (e.g., roles — how have these changed; family/friends, perceptions)
Access issues (e.g., financial, transport, education)

Speech pathology services
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Other health provider services

Question 5: What are some things that make it easier for to manage dysphagia at home?
Prompts if needed:
Key issues
Environments (home vs family/friend house vs out/in public)
Relationships (e.g., roles — how have these changed; family/friends, perceptions)
Access issues (e.g., financial, transport, education)
Speech pathology services

Other health provider services

Service focused questions

Question 6: Tell me about the speech pathology services you have received for

dysphagia.

Prompts if needed.:
Accessing services, discharge from service
Frequency
Nature of input (assessment, therapy)
Satisfaction with services
Aspects that were helpful

Aspects that weren’t so helpful

Question 7: If you could design the services and supports received for dysphagia, tell

me what they would look like?
Prompts if needed:
How to access the service

Where the service happens
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Scope of service

Question 8: What do you think would make living at home with dysphagia easier?

Prompts if needed.:

Service changes

Family/personal circumstance changes

Would you like to add anything else?
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Appendix 6
Gold Coast Hospital and Health Service Human Research Ethics Committee
Approval Letter
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*e=t) Queensland
2%1 Government
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Appendix 7
Participant (Caregiver) Interview Questions

Demographics

Gender

Age

Employment status (in paid employment / not in paid employment)
Months caring for person with dysphagia

Nature of relationship with person with dysphagia? (e.g., married, de facto,

parent/child etc)
Years of relationship
X’s current diet and fluid recommendations

What services have you and X accessed for dysphagia previously and currently?

When? How many sessions?

Dysphagia at home experience questions

Question 1: Tell me about X’s eating and drinking and mealtimes before the stroke /

diagnosis with Parkinson’s disease.

Prompts if needed:

Favourite foods/drinks
Mealtime routines

Mealtimes at home vs at a friend/family home vs out/in public

Question 2: Tell me what it’s like supporting someone living with swallowing

difficulties and describe the impact dysphagia has on your life.

Prompts if needed.:

Key issues
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Feelings

Challenges / barriers

Things that have made living with dysphagia easier / enablers
Experience of support services

Burden of treatment / disease

Social / relationship impact (with person with dysphagia as well as friends and

family)
Psychological / emotional impact
Health / medical impact

Mealtimes — at home, with friends/family, in public

Question 3: Tell me about how you have adjusted to supporting X’s dysphagia

including any strategies you use or have used.
Prompts if needed.:
Environments (home vs family/friend house vs out/in public)
Mealtimes
Social supports
Modifications (to food/drink/mealtimes)
Therapies

Relationships

Question 4: What are some things that are an obstacle or problematic for you as you try

and support X and his/her dysphagia at home?
Prompts if needed:
Key issues
Environments (home vs family/friend house vs out/in public)

Relationships (how have these changed; family/friends, perceptions)
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Access issues (e.g., financial, transport, education)
Speech pathology services

Other health provider services

Question 5: What are some things that make it easier for you as you try and support X

and his/her dysphagia home?

Prompts if needed.:
Key issues
Environments (home vs family/friend house vs out/in public)
Relationships (how have these changed; family/friends, perceptions)
Access issues (e.g., financial, transport, education)
Speech pathology services

Other health provider services

Service focused questions

Question 6: Tell me about the speech pathology services you have received for X’s

dysphagia.

Prompts if needed.:
Accessing services, discharge from service
Frequency
Nature of input (assessment, therapy, education)
Satisfaction with services
Aspects that were helpful

Aspects that weren’t so helpful

Question 7: If you could design the services and supports received for dysphagia, tell

me what they would look like.
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Prompts if needed.:
How to access the service
Where the service happens

Scope of service

Question 8: What do you think would make supporting and caring for someone with

dysphagia easier?
Prompts if needed:
Service changes

Family/personal circumstance changes

Would you like to add anything else?
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