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Abstract  

The psychological and psychosocial impacts of dysphagia on patients 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. 

 

  



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 [1]. 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. 

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 [2,3]. The psychological and social 

implications of having dysphagia are also well recognized [4–6] and the World Health 

Organisation’s International Classification of Functioning, Disability and Health (ICF) [7] 

has been used to describe the various ways dysphagia can impact on an individual [8,9]. 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 [8,9].  

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 [10]. 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’ [11]. 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 

[12], one in general disability [13], one in populations unspecified [14] and five exploring the 

experiences of carers of patients with head and neck cancer [15–19]. 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.  

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” 

[14–18,20]. Caregivers in both the Nund et al. [15] and Patterson et al. [16] 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 [12].  

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 [12,14–16].  Caregivers reported frustration with finding 

appropriate and safe foods and making modified foods appetising [15,16]. 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 [12,14–16]. 

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 

[12,14–17]. 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 speech-language pathology (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. [21] established 

community-based dysphagia services support a broad range of populations with 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 optimize services to meet the 

needs of clients with dysphagia and their caregivers. 

 

Methods 

The study design used a qualitative descriptive approach grounded in phenomenology [22] as 

used previously by Nund et al. [15]. 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). 

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 SLP 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 

primary researcher, and the same process as outlined above ensued. All participants provided 

written informed consent to participate prior to the interview. 

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 [23]. 

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 1). Participants were either a partner, 

child or friend of the person with dysphagia and all lived with the person with dysphagia. 



Table 1 about here 

Procedure 

Face-to-face, individual semi-structured interviews were conducted by the primary researcher 

in the participant’s home. An interview guide (see Appendix) 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 [24]. 

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 [25], completing an entry after each interview to 

encourage transparency in the research process. This record keeping also assisted in 

identifying when data saturation had been considered reached, determined when no new 

information is generated in the interviews [26]. This occurred in the last 3-4 interviews.  

Data Analysis 

Data were analyzed using thematic analysis as described by Braun and Clarke [27]. This 

process took an inductive, semantic approach whereby identified themes were explicitly 

drawn from issues noted by participants [27]. This began with the primary researcher reading 

the interview transcripts multiple times to become familiar with their content, and taking 

notes throughout this process [27]. 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 [28]. 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 

analyzed using this list, with codes refined throughout the process as new information 

emerged [27]. This also involved the primary researcher re-coding a clean transcript from 

early in the coding process to ensure consistency in coding across time [28]. Codes were then 

collapsed into themes,subthemes and categories in accordance with the explanation of each 

provided by Vaismoradi, Jones, Turunen, & Snelgrove [29]. The theme in this study 

illustrates an overarching concept, with the subthemes focusing on a specific element within 

the central organising concept (theme) [29]. Comments made by participants that resonated 

with the themes were noted and attributed to the participant’s identifier to ensure 

trustworthiness of the data [27]. 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. 

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.  

 

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. 

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 “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. 

 

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: I 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 just 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 may be 

required to support their family member/friend, now and into the future: I 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). 

 

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 behavior 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: For me it’s 

[dysphagia’s] not important because [husband] does it. He does it so I don’t have to do 

anything about it (Caregiver 8). 

 

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 behaviors made them 

feel. Feelings of embarrassment arose (It’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 (It 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: I 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. I’m 

not going to say “You’ve got swallowing difficulties, see you later”.  

 

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 utilized 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. 

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 mom can identify with and we’re 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: It’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: Mom 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 in her coffee so they’ll ask if they’re 

making the coffees like “Oh, can you do the thickener for me?” (Caregiver 13). 

 

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 8).  

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 [SLP] was… 

included me in everything… explained it all (Caregiver 7). Caregivers valued the many 

practical suggestions SLPs offered to support the person with dysphagia, including mealtime 



strategies and physical resources such as thickener samples. As Caregiver 11 described: She 

[SLP] 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: I 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 SLPs could support them, for example by assisting in sourcing thickened fluids: I found 

the hardest thing was initially getting resources like the thickening agent…. I went to about 

10 chemists near us 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 

I 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: A 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 

mom’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). 

 

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.  

Supporting mealtimes 

Participants described a range of practical strategies they utilized 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: I 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 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 minimize the risk of aspiration and maximize the 

nutrition and hydration of their family member/friend. To maximize 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 summarized: 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 an SLP 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). 

 



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 cafés and 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: I 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 full 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 organized 

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 center 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 barbecue, 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). 



 

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 SLPs 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 etiology, 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 [30,31] while in Parkinson’s disease, dysphagia is linked with 

disease progression and most commonly reported by people in the later stages of the 

condition [32,33] Indeed, Brod and colleagues [34] 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 [35] 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 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 SLPs 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 SLPs 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 et al. [15] reported caregivers felt underprepared for their role in supporting a 

spouse with dysphagia. Notably, the participants in the Nund [15] 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 Miller and colleagues [12] 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).  

Miller et al. [12] also found family support positively influenced caregivers capacity to 

keep caring, reinforcing findings from the current study that a support network is integral to 

caring for a family member/friend with dysphagia. The current study also found caregivers 

saw SLPs as part of their support network, with caregivers valuing the education and 

practical strategies provided by SLPs about their family member/friend’s dysphagia. 

However, caregivers often described the ways SLPs 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 SLP role within the general public [21]. Indeed, Nund et al. [15] found in the head and 

neck cancer context, half of caregivers stated that the role of SLP in dysphagia management 

was not clear. Such unrealized potential for the SLP 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 living at home may not occur. This is 

particularly concerning in light of the increasing proportion of people living in the 

community with complex and chronic conditions [1], 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 

SLPs 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 

[12,14–16]. For example, adjusting how, what and when a caregiver and person with 

dysphagia would eat and drink, to promote maintenance of mealtime enjoyment [12]. 

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 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 [12,15,16]. These findings highlight the need for 

community-based SLPs 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.  

 

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 hypothesized 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 who were 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. 

 

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 community successfully. 

SLPs 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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Table 1. Participant characteristics (n = 15) 

Pa
rti
cip
ant 
ID 

Age Gen
der 

Relations
hip to 
person 
with 
dysphagia 

Employm
ent status 

Caregiver 
Strain Index 
(CSI) Score 

Assessment of 
Quality of Life 
(AQOL-8D) 
Total Raw 
Score 

Age of 
person 
with 
dysphagia 

Dysphagia 
etiology 

IDDSI Diet and fluid 
recommendations of 
person with dysphagia 

1* <65 M Son N/A 2 45 94 Stroke Minced and Moist 
Mildly thick 
 

2* <65  F Daughter N/A N/A N/A 94 Stroke Minced and Moist 
Mildly thick 
 

3 91 F Wife Retired 1 56 93 Stroke Soft and Bite-Sized 
Mildly thick 
 

4 78 F Wife Retired 5 75 81 Parkinson’s disease Soft and Bite-Sized 
Mildly thick 
 

5 70 F Wife Retired 6 74 73 Parkinson’s disease Regular 
Thin 
 

6 72 
 

F Wife Retired 5 63 78 Parkinson’s disease Regular 
Mildly thick 
 

7 72 F Wife Retired 3 83 71 Parkinson’s disease Soft and Bite-Sized 
Thin 
 

8 76 F Wife Retired 0 49 74 Stroke Regular 
Mildly thick 
 

9 84 F Friend Retired 7 70 89 
 

Parkinson’s disease Soft and Bite-Sized 
Mildly thick 



 
10 77 M Husband Retired 5 83 78 Parkinson’s disease Soft and Bite-Sized 

Mildly thick 
 

11 76 F Wife Retired 3 73 77 Parkinson’s disease Soft and Bite-Sized 
Thin 
 

12 79 F Wife Retired 3 65 84 General ageing Soft and Bite-Sized 
Mildly thick 
 

13 30 F Daughter Part-time 8 54 66 Arteriovenous 
malformation 
(AVM) 

Soft and Bite-Sized 
Mildly thick 
 
 

14 65 F Friend Retired 3 64 74 Base of tongue 
(BOT) cancer 

Soft and Bite-Sized 
Thin 
 

15 77 F 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.  

  



Appendix 

 

Interview topic guide 

 

Overall objective: To understand the experiences of caregivers who are managing dysphagia 

at home. 

 

This interview guide aims to address the following research questions: 

1. How does dysphagia impact on the lives of caregivers? 

2. What do caregivers perceive to be the barriers, enablers and key issues to managing 

their dysphagia while living at home? 

3. What has been the nature of the community-based speech pathology services clients 

and caregivers have received?  

4. What do caregivers want from community-based speech pathology services? 

 

Demographic questions 

- 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? 

 

Commence interview with introduction of self and thank the participant for agreeing to 

partake in study. Provide participant with a brief overview of the interview, presence of 

recorder, anonymity and ask if they have any questions.  

 

Dysphagia at home experience questions 



Question 1: Tell me about X’s eating and drinking and mealtimes before the [insert 

condition. E.g. stroke]. 

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 

 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 (e.g., support groups) 

 Modifications (e.g., to food/drink/mealtimes) 

 Therapies 

 Relationships (e.g., roles – how have these changed) 

 

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 (e.g., roles – how have these changed; family/friends – inc perceptions) 

 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 (e.g., roles – how have these changed; family/friends – inc perceptions) 

 Access issues (e.g., financial, transport, education) 

 Speech pathology services 

 Other health provider services 

 

Question 6: Tell me about the speech pathology services you have received for X’s 

dysphagia. 

Prompts if needed: 

 Accessing services (inc process), discharge from service (inc re-entry if needed) 

 Frequency (once off vs regular) 

 Nature of input (assessment, therapy, education) 

 Satisfaction with services 

 Aspects that were helpful (e.g., provision of samples, sharing of recipes, having the 

sessions at home) 

 Aspects that weren’t so helpful (e.g., not being told enough information, being told 

not to eat something that I wanted to eat) 

 

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 (e.g., in home, outside of home) 

 Scope of service (e.g., frequency, social interaction with others with dysphagia) 

 

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 (inc financial) 

 

Would you like to add anything else? 



 


