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Abstract 21 

 22 

Background: The attention of healthcare professionals is directed mainly towards the recipients 23 

of care and often insufficiently towards family carers. However, an effective collaboration 24 

between professionals and family carers is vital to provide quality palliative and end-of-life 25 

care. Such collaboration is under-studied in a palliative care context. 26 

 27 

Aim: This study aimed to investigate how family carers of people who live at home with a life-28 

limiting chronic illness experience and perceive collaboration with different healthcare 29 

professionals in the last phase of life. 30 

 31 

Design: Face-to-face semi-structured interviews were conducted with the primary family carers 32 

of people with a life-limiting chronic illness. Interpretative phenomenological analysis was 33 

used to analyse the data. 34 

 35 

Setting/participants: A heterogeneous sample of 30 family carers of people with cancer, heart 36 

failure or dementia was recruited through a variety of care providers and services, in order to 37 

reflect the heterogeneity of caregiving in serious illness. 38 

 39 

Results: Five main themes emerged from interpretative phenomenological analysis that 40 

describe the quality of the collaboration between family carers and professionals: respecting 41 

family carers both as someone with care needs and as a member of the care team; the 42 

continuous availability and accessibility of healthcare professionals; the provision of 43 

information and communication including family carer issues; the coordination of care 44 

between all parties and contextual factors. The dominant experience by family carers was one 45 

of missed opportunities across these themes. 46 

mailto:aline.de.vleminck@vub.be
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 1 

Conclusions: This qualitative study about the experiences and perceptions of family carers of 2 

people with a chronic life-limiting illness living at home regarding the collaboration with 3 

different healthcare providers in the last phase life, showed that family carers experience a lot 4 

of possibilities, but perceive missed opportunities as well, for healthcare professionals to 5 

effectively collaborate with them for palliative care. 6 

 7 

 8 

Key statements: 9 

 10 

What is already known about this topic: 11 

- Family carers play a major role in palliative care and are essential participants in the 12 

care team. 13 

- Collaboration between family carers and healthcare professionals can lead to better 14 

palliative and end-of-life care. 15 

- The attention of the professionals is mainly focused on the person receiving palliative 16 

care and less on how family carers are involved in their care. 17 

 18 

What this paper adds: 19 

- This qualitative study identifies that, according to family carers of people with chronic 20 

life-limiting illnesses, a lot of opportunities are missed by healthcare professionals to 21 

collaborate efficiently with them in the home care setting. 22 

- Themes are identified which describe the quality of the collaboration between family 23 

and professional carers. 24 

Implications for practice, theory or policy: 25 

- A better match is needed between a family carer’s wish to be a care team member and 26 

their actual involvement in the care process. 27 

- The current system of signposting and gatekeeping may be improved, as family carers 28 

do not always find timely and tailored support. 29 

- Changes in the communication processes are proposed that may improve collaboration 30 

between family carers and healthcare professionals, such as appointing a care 31 

coordinator in more care situations and involving family carers more often through 32 

family conferences. 33 

 34 

Keywords: 35 

 36 

Palliative care – Caregivers – Chronic disease 37 

 38 

 39 

 40 

1. INTRODUCTION 41 

 42 

Family carers play a prominent role in the provision of palliative care by undertaking 43 

practical tasks, providing emotional support, relieving pain or other symptoms, 44 

communicating with services and improving the quality of life of someone close.(1,2) 45 

Approximately 70% to 90% of all long-term care in western countries is provided by a family 46 

carer.(3) Their contribution to palliative care is considered to be substantial as well,(4) even 47 

though it is unknown exactly how many people are family carers of a person in the last phase 48 

of life. These family carers are essential participants in any care team, given that they often 49 
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have a unique relationship with the care recipient that also entails personal commitment and 1 

valuable knowledge e.g. about their personality and care preferences.(5)  2 

The ageing population has led to an increasing number of people with palliative care needs 3 

and people will need palliative care for a longer duration during the trajectory of a serious 4 

illness (6,7). There is growing realization that, in order to address the growing demand for 5 

palliative care, it will not be sufficient to solely engage more professional caregivers in 6 

palliative care and improve health services (6,7) and a shift towards greater empowerment 7 

and strengthening the competences of family carers, next to more community care in 8 

general, in the home may be required, home also being where the majority of people prefer to 9 

receive care and eventually to die.(8–10) This growing realization has for example also led to 10 

the development of community engagement initiatives in palliative care (e.g. Compassionate 11 

Neighbours in the UK(11,12)).  12 

 13 

A close collaboration between qualified healthcare professionals and family carers is 14 

important in providing quality palliative and end-of-life care, as the latter often feel 15 

unprepared to perform caregiving tasks, especially those related to pain and symptom 16 

management.(13,14) Collaboration in healthcare involves ‘multiple health workers from 17 

different professional backgrounds working together with patients, families, carers and 18 

communities to deliver the highest quality of care’.(15) A family carer’s role in this process 19 

can include acquiring knowledge or caregiving skills, actually providing care in coordination 20 

with healthcare professionals, but also choosing the caregiving responsibilities they wish to 21 

have or want to leave to professional carers.(16) In Belgium, palliative care for patients living 22 

at home can be provided by general practitioners (GPs), home care nurses, specialists and 23 

nursing staff whom they see during consultations in the hospital, or specialized home care 24 

teams that provide  palliative care.(17) For palliative care providers, it has also been advised 25 

to include family carers continuously in the development and revision of the care plan by the 26 

interdisciplinary team.(18) Successful collaboration in palliative care can result in increased 27 

satisfaction with the care delivered for both the family carer and care recipient,(19) higher 28 

quality of care for the care recipient,(20) smoother transitions from the hospital to the home, 29 

fewer hospitalizations and better preparation of family carers and care recipients for the 30 

terminal phase.(21)  31 

 32 

While there is agreement about the theoretical importance of collaboration in palliative care, 33 

research has rarely evaluated this in actual practice. Previous studies of family carers have 34 

often focused on their need for support and on how these needs are addressed by healthcare 35 

professionals.(13,22) Only a few qualitative studies have described to any extent how these 36 

two types of actors collaborate with each other and demonstrate that healthcare professionals 37 

often do not discuss family carers’ preferences concerning the organization and division of 38 

care roles and responsibilities, such as care management and the provision of emotional and 39 

practical support.(23) Secondly, they also show that healthcare professionals’ attention is 40 

predominantly aimed at the care recipient, with personal, organizational and policy barriers 41 

limiting their focus on family carers.(24) However, it is known that family carers can take on 42 

multiple roles e.g. as co-worker and intermediary between professional carers and the care 43 

recipient, but are also clients with personal care needs of their own.(25–29) Lastly, other 44 

main challenges for collaboration identified in a study about dementia care relate to arranging 45 

the initial contact between family carers and healthcare professionals – as neither of them 46 

tend to take the initiative to reach out to the other for the first time – and to developing a 47 

trusting relationship.(30) However, these studies were rarely focused on a palliative care 48 



 5 

approach and either presented only a professional perspective or focused on one specific 1 

illness or on collaboration in intramural care.  2 

 3 

Currently, there is a dearth of research exploring the views of family carers on collaboration 4 

with healthcare professionals in the home care setting across a wide range of life-limiting 5 

chronic diseases. Therefore, the goal of this study was to investigate how family carers of 6 

people who live at home with a life-limiting chronic illness experience and perceive 7 

collaboration with different professional care providers in the last phase of life. 8 

 9 

 10 

2. METHODS 11 

 12 

2.1 Study design 13 

Face-to-face semi-structured interviews with a phenomenological approach were conducted 14 

with the principal family carers of people with a life-limiting chronic illness. This study 15 

design allowed the examination of family carers’ experiences and the follow-up of their 16 

replies in detail, as well as the exploration of interesting topics that arose during interviews. 17 

The description of methods and findings follows the COnsolidated criteria for REporting 18 

Qualitative research (COREQ) checklist as much as possible.(31) 19 

 20 

2.2 Participants and inclusion criteria 21 

A heterogeneous group of family carers of people with cancer, heart failure or dementia was 22 

recruited, in order to include participants for all main disease trajectories in palliative care. 23 

All family carers had to be Dutch-speaking, living in Flanders (Belgium) and, as with the 24 

care recipients, 18 years or older. In order to recruit family carers of people with a chronic 25 

life-limiting illness specifically in the last phase of life and for whom collaboration with 26 

professional carers in the context of palliative care is more likely, we aimed to recruit family 27 

carers of people with cancer or heart failure who, according to the physician, had a life 28 

expectancy of respectively less than six and less than 12 months, and family carers of people 29 

with dementia who had scored six (moderately severe dementia) or seven (severe dementia) 30 

on the Global Deterioration Scale.(32) The specific inclusion criteria per disease trajectory 31 

were decided upon in collaboration with an oncologist, a cardiologist, a geriatrician and a GP. 32 

 33 

2.3 Recruitment  34 

Based on other studies, we aimed to purposively recruit at least 30 family carers in order to 35 

have sufficient participants for each type of illness and care trajectory.(33) We intended to 36 

divide them evenly across the three disease types by setting a target of 10 participants for 37 

each illness. Family carers were initially recruited by the patient’s treating physician through 38 

the departments of medical oncology, cardiology and geriatrics of a university hospital. 39 

Physicians evaluated who met the inclusion criteria (see above) and informed them about our 40 

study during a consultation. Patients were asked who they considered as their primary family 41 

carer, and whether that person could be contacted through telephone by the executive 42 

researcher (MV). However, this method did not recruit sufficient respondents so participants 43 

were also sought through the cardiology department of another university hospital, GPs, a 44 

specialized team that provides palliative care at home, a family carer organization, family 45 

support groups and a psychiatric hospital. Depending on the situation, the treating physician, 46 

the care recipient and/or a family carer determined who was considered to be the principal 47 

family carer. When recruiting through services without a physician, we only included family 48 

carers who understood that the chronic illness was at an advanced stage and who received 49 

support from at least one healthcare professional or service because of the care situation. 50 
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 1 

2.4 Data collection 2 

The interview guide (see Appendix 1) was based on literature and was cognitively tested 3 

before the start of our study for acceptability of the topics and comprehensibility of the 4 

questions with one family carer whom met the inclusion criteria of the study. From 5 

September 2016 until September 2017, 30 interviews were conducted and audio-recorded by 6 

MV (M.Sc. in Applied Economics and in Clinical Psychology; PhD candidate). Interviews 7 

were held at a location chosen by the family carer, which was always their home except for 8 

one participant who preferred a public place. During the interviews, the interviewer drew an 9 

ecomap of the care network of each family carer. Ecomapping is an established, inductive 10 

structure for graphically depicting a person in their social environment, which can include 11 

family, friends, professional resources, etc (34). This diagram-based format has been used in 12 

previous studies in the context of life-limiting disease (35,36). We used the principles of 13 

ecomapping in an effort to visualize the formal and informal care relationships that could 14 

facilitate the conversation.  15 

 16 

2.5 Data analysis 17 

All interviews were transcribed verbatim and were all read by MV and IV. Data analysis was 18 

started by MV and IV (M.Sc. in Clinical Psychology and in Gender and Diversity; PhD 19 

candidate) after 5 interviews were conducted within each disease trajectory. Interpretative 20 

phenomenological analysis was used to describe participants’ personal experiences of support 21 

received from and cooperation with professional carers, as this methodology is suited to 22 

generating knowledge from personal experiences of specific events, processes or 23 

relationships.(37) After a first exploration of the interviews, MV and  IV independently 24 

coded the transcripts based on the research question. They independently assigned codes to 25 

each transcript, then clustered those codes under broader categories in a first preliminary 26 

coding tree, that was additionally checked by ADV (M.Sc. in Sociology, PhD) after reading 3 27 

transcripts. After 30 family carers had been interviewed, we evaluated whether data 28 

saturation was reached. MV, IV and ADV stopped recruitment at this point, as we confirmed 29 

that the interviews had stopped yielding new themes and insights and therefore data 30 

saturation was reached.  31 

Next, MV, IV and ADV then developed and refined a final code tree, which eventually 32 

resulted in concepts that were linked in overarching themes addressing the research question. 33 

These themes were discussed and modified by the other Dutch-speaking members of the 34 

research team (JC, LD and CVA) after each had independently read two transcripts. 35 

Respondents’ quotations were selected to substantiate our findings and are presented in this 36 

article. Qualitative analyses were conducted with the help of Microsoft Excel and NVivo 11.   37 

 38 

2.6 Ethical consideration 39 

The study protocol was approved by the ethical committees of Ghent University Hospital and 40 

Brussels University Hospital (with approval number B.U.N. 670201526451). All patients and 41 

family carers were asked for written informed consent prior to participation. All obtained 42 

data were anonymized by removing participants’ names from the transcripts.  43 

 44 

 45 

 46 

 47 

3. RESULTS 48 

 49 

3.1. Participant characteristics 50 
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We performed 30 interviews with family carers (Table 1). The duration of interviews ranged 1 

from 41 to 114 minutes, with an average of 92 minutes. The majority were partners of the 2 

chronically ill persons, were female, unemployed or retired, and had been providing care for 3 

more than two years. Although all family carers were recruited prior to bereavement, four 4 

were interviewed only between one and three months after the care recipient’s death when it 5 

had occurred shortly after inclusion. Only these four participants were able to share their 6 

experiences regarding the collaboration with healthcare professionals up until the moment of 7 

death of their relative and also after bereavement. 8 

 9 

 10 

Table 1. Characteristics of participating family carers (n = 30) 11 

Characteristics N 

Sex  

Male 4 

Female 26 

Age (years)  

<= 45 5 

46-60 10 

61-75 8 

> 75 7 

Relation to patient*  

Partner 19 

Parent 0 

Child 9 

Brother/sister 1 

Other 3 

Care recipient(s) still alive at time of interview with family carer  

Yes 26 

No 4 

Highest level of education  

Primary school 5 

Secondary school 13 

Higher education 12 

Work situation (**)  

Full-time job 8 

Part-time job 3 

Career break to provide medical or palliative care 3 

Unemployed or retired 17 

Length of care for patient  

< 6 months 4 

6 months – 1 year 5 

> 1 year but < 2 years 1 

2 – 5 years 9 

> 5 years 11 

Condition(s) of patient*  

Cancer 13 

Dementia 10 

Heart failure 9 

Recruitment channels  

Medical oncology department 6 
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Cardiology department 6 

Geriatric department 1 

GP 9 

Palliative home care team 1 

Family carer organization 2 

Family support group 4 

Psychiatric hospital 1 

* One family carer provided care for multiple persons with one or more life-limiting chronic 1 

illness 2 

** For one person, there was both full-time employment and a career break during the care 3 

trajectory. 4 

 5 

 6 

3.2. Themes 7 

Five major themes emerged from the data in relation to collaboration between family carers 8 

and a variety of healthcare professionals in the last phase of life: (1) respecting the family 9 

carer as both someone with care needs and a member of the care team, (2) continuous 10 

availability and accessibility of healthcare professionals and services during and after end-of-11 

life care, (3) information and communication, (4) coordination of care between all parties, (5) 12 

contextual factors. It is important to note that the these themes are often interwoven, so it is 13 

more useful not to perceive them as fully independent entities. 14 

 15 

 16 

3.2.1. Respecting the family carer as both someone with care needs and a member of the care 17 

team 18 

In their accounts of the collaboration with formal healthcare providers, participants 19 

emphasized the necessity of an approach by healthcare professionals in which at least two 20 

distinct roles for family carers in palliative care were considered.  21 

 22 

First, family carers wanted to be seen as care recipients themselves. They indicated that this 23 

started with awareness of their well-being by professionals, both during the illness and after 24 

the death of the care recipient. However, they often did not recall being asked by healthcare 25 

professionals about their wellbeing.  26 

FC3: <<But they do not ask us as family carers “how are you doing?”. Our friends 27 

and family ask that question, but you actually do not get that question from anyone 28 

else. All attention goes to your mother.>> 29 

 30 

Second, interviewees also expressed the wish that healthcare professionals considered them 31 

as members of the caregiving team and developed a shared vision of the care provided. 32 

According to some, this required being open to and respectful of their involvement, opinions, 33 

expectations and actions. Many indicated that they were insufficiently regarded as experts 34 

who could provide crucial information on the care recipient and their care preferences.  35 

FC19: << Sometimes they also do not listen when I say, for example, that she has to 36 

sit properly on the sofa. That she can’t really lie down and that I tell them, you have 37 

to make sure that she [sits] up straight.>> 38 

 39 

Only very rarely did interviewees mention that they were treated as genuine members of the 40 

caregiving team: 41 
FC36: <<(regarding wound care) So I applied the ointment and wrote down how 42 
this should be done on each side. And one nurse did it like that, because I 43 



 9 

checked it myself every one or two days. … There were nurses where that went 1 
fine, and then there were nurses that did not do it like I asked or did it 2 
incorrectly. And yeah, then you are outraged.>> 3 
 4 

 5 

3.2.2. Continuous availability and accessibility of healthcare professionals 6 

Many family carers, regardless of the type of disease, indicated that at the core of a 7 

successful collaboration was easy access to a healthcare professional whenever an issue 8 

arose, for example needing information on drug effects or on how to respond to physical 9 

symptoms.  10 

FC3: <<I have had contact again with [the specialist], and I thought “something is 11 

not right, it is not possible that she will die now”. And he immediately responded, so 12 

we are in contact through email. That is incredible, he always responds immediately 13 

to my emails. He has responded immediately and said “come by”.>> 14 

 15 

Family carers felt less restrained to make a phone call or send an email to a physician or care 16 

service when they had been specifically invited to contact them at any time. They suggested 17 

that it felt more natural to do this when they experienced a certain level of trust in the 18 

healthcare professionals. Such a bond typically existed with GPs, where the relationship often 19 

precedes the illness.  20 

FC2: <<We have now received his private mobile phone number … He knows that 21 

we will not take advantage of it. But he has been our GP since we were children, so 22 

he knows me and even the children. He is reducing his work time, but we can count on 23 

him...>> 24 

 25 

Another frequently recurring narrative was that interviewees also felt more confident in 26 

contacting healthcare providers when services were consistently represented by the same 27 

person, which evoked a sense of familiarity and trust.  28 

FC4: <<Those who came were often usually [2 names home nurses]. I actually had a 29 

better relationship with them, yes. Because that was something I thought was 30 

unfortunate in the beginning (…) that for that period of time you didn’t have that 31 

person and someone completely different, who usually takes care of different people, 32 

came by.>> 33 

 34 

Some, however, pointed out that they found it difficult to reach out to professionals whom 35 

they presumed or perceived to be already overburdened. 36 

FC4: <<If I had called to the front office and he was there, then they may have put 37 

me through, but I thought “you just do not do that with a professor”. Or that is what I 38 

believe. That man has more to do than just that, I cannot just go bother him, just 39 

because I know him from my former career in the hospital.>> 40 

 41 

It struck bereaved family carers that most professionals had abruptly stopped being available 42 

for them after the death of the person whom they had jointly provided care for. Some 43 

mentioned that the GP or palliative care nurse had dropped by or had called to check on 44 

them, which was appreciated. However, others regretted not having any contact with other 45 

services. 46 

FC16: << (about the hospital ward): In fact, I have not even heard anything about it 47 

anymore. Because I have to say, I even had sent an email to their social service (…) 48 

And I mentioned that I had a lot of questions. And I did not get an answer to that 49 

message either.>> 50 
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 1 

None of the bereaved family carers reported any follow-up contacts by hospital staff, even 2 

though some clearly wanted to look back and reflect with hospital services on the impact of 3 

the decisions made and on the quality of care provided. 4 

 5 

 6 

3.2.3. Tailored information for and communication with the family carer 7 

Our participants varied in their needs for transparent information about the care recipient’s 8 

condition and the reasoning behind suggested care action, but their accounts of the care 9 

provided showed that these needs were not always well matched by healthcare services and 10 

professionals. 11 

 12 

FC3: << I think if for example there is more, I actually never received any 13 

information about the family carer, unless I were to have looked it up myself. In the 14 

hospital there are leaflets, that is really good in the oncology department: kidney 15 

cancer, lung cancer, … but they could easily have added a leaflet about the family 16 

carer. Really. And maybe a list of services, or, I do not know, things like how you can 17 

stay healthy yourself and how you can manage the situation in the long run.>> 18 

 19 

Some interviewees mentioned that communication by medical specialists was 20 

incomprehensible because of too much jargon, thereby inhibiting them from understanding 21 

enough to have a major voice in discussions with healthcare professionals and hence function 22 

better as a care partner. Sometimes a lack of clarity in communication was perceived because 23 

of conflicting information from different healthcare professionals.  24 

 25 

FC12: << One [professional care provider] told that the medication certainly could 26 

not be given, and another said it could, and the GP said “yeah, no, maybe something 27 

else”. And we thought, if she could have told a bit more about their reasoning…>> 28 

 29 

Many interviewees reported that they had received little information about other care 30 

providers whom they could turn to for support, also adapted to their specific care situation. 31 

Some indicated having had contact with a social worker who would know the social map of 32 

care providers and be able to refer them to adequate support. Family carers who did not have 33 

such a contact often described themselves as being in the dark about available care services. 34 

 35 

FC23: <<Because we had to find out everything by ourselves, support that we could 36 

get that we did not know of, the allowance that we did not know of and that we were 37 

informed about by others. Yes, apparently you are entitled to a premium for family 38 

carers or something like that. We did not know that. A year had passed before we 39 

knew that and we have called our health insurance fund and said “look, we have now 40 

heard that we are entitled to that”. “Ah, yes, you have the right to receive that 41 

allowance”. But does that work retroactively? “Ah, no”.>> 42 

 43 

FC30: <<Because, of course, if you end up in a hospital or nursing home or anything 44 

like that, those have a lot of care providers connected, but if you are really purely in 45 

the home situation, then the only contact person is the GP. If that is where it already 46 

goes wrong, then it is difficult actually. (…) Actually, yes, we almost need a dementia 47 

hotline or something, I don’t know.>> 48 

 49 
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Signposting was less necessary when respondents had nursing experience or had been a 1 

family carer in the past. Most of these family carers confidently found their way to the 2 

specific professional support they deemed necessary. 3 

 4 

FC12 (nurse): << … the word ‘palliative’ was mentioned for the first time, and yeah, 5 

that rang a bell for me right away. So I immediately sprang into action, like starting a 6 

palliative file. Then I want to set up [palliative home care] and home nursing and 7 

other services. That is probably some sort of professional deformation.>> 8 

 9 

FC2: <<But, and that is the sour side of the whole situation, if you do not have that 10 

background and you do not know the people and – because you do not know – do not 11 

dare to ask questions, then you are so ignorant, no, being kept ignorant.>> 12 

 13 

3.2.4. Coordination of care between all parties 14 

Family carers in the home environment only rarely perceived collaboration with healthcare 15 

services and professionals as efficient. Those who did mentioned that the following factors 16 

were essential: well-planned weekly schedules aligned to the needs of the care recipient and 17 

family carers, tightly fitting in all formal and informal care providers; intensive but smooth 18 

communication and coordination of care between all parties, especially when there were 19 

critical care needs; having a GP and in-home nurses who were ostensibly committed to 20 

assisting the care recipient and family carers to the best of their abilities.  21 

FC7: <<Yes, it’s like a wheel that turns and every spoke is important. If you take 22 

out one spoke, well…>>  23 

 24 

In some care situations, professional and family carers used the nursing file or a notebook at 25 

the care recipient’s home to communicate with each other, which facilitated the coordination 26 

of care. Family carers generally said that this helped them to stay in touch with the whole 27 

care team, even when it was not possible to be present at the same time and have discussions 28 

face to face.  29 

FC7: <<I am the one… in control. Yes, indeed. And then adjustments are made and 30 

everyone is aware of that. There is also a book for information transfer (…) and that 31 

book also highlights who is involved in the care project. So anyone can read 32 

everything from everyone. Also information from the nurse to the home care service, 33 

to the GP. Everything is in there. (…) Everyone knows what everyone is doing.>> 34 

 35 

On the other hand, collaboration was regarded as rather restricted and less well-oiled when 36 

healthcare professionals were perceived to be fixed on their medical tasks and not helping 37 

family carers in other ways, e.g. by observing and signaling potential issues and opportunities 38 

to address them. 39 

 40 

A few family carers also reported dissatisfaction and concern with the level of coordination 41 

between healthcare professionals, especially when their experience suggested that the 42 

interaction between professionals or services was quite limited.  43 

FC11: << So specialists amongst each other, they do not talk a lot with each other. I 44 

have to say, the last time that we were there, we were so angry (…) because the teams 45 

do not know anything about each other. This is a human life we are talking about. But 46 

one [team] did not know from the other that he was admitted, that he had suffered that 47 

and we felt shocked at that moment.>> 48 

 49 



 12 

One interviewee also reported being frustrated when she had to re-explain the whole situation 1 

to another healthcare professional following a referral or after a transfer of the care recipient, 2 

which was typical when the illness was more advanced, when care needs intensified and 3 

more healthcare professionals were involved. 4 

 5 

3.2.5. Contextual factors 6 

Some of the factors that influenced what sort of collaboration developed and how family 7 

carers experienced it were beyond the control of healthcare professionals. One family carer 8 

for example said that a more personal relationship with a healthcare professional 9 

automatically occurred because they had a shared background such as the place where they 10 

grew up.  11 

FC12: << Yes, indeed, and it really was someone who was from the same 12 

neighborhood, she also spoke the dialect. Those are small details, but they have a big 13 

impact.>> 14 

 15 

Other participants believed that extra professional support would be very welcome, but was 16 

not affordable given their current financial situation. 17 

FC18: << I say “come twice a week, two days is ok.” They asked if we wanted a third 18 

day, but I admit, it all costs money. (…) I believe that it costs 26 euros. And when you 19 

are incontinent, you need to buy diaper-like material, which is a whole batch in one 20 

go. Yes, they cost more than 200 euros. And yes, a pension as a self-employed person 21 

is not that high. >> 22 

 23 

For some family carers, having a broad and strong informal network greatly reduced the need 24 

to seek additional professional support. 25 

 26 

FC3: << [The psychologist] says “look, when you come for your mother’s treatment 27 

and you want a conversation with me (…)”, she has proposed it. But I really have a 28 

lot of friends myself (…) that I can speak with about the situation, so sometimes I do 29 

not want to talk about it anymore. (…) If you do not have any network of friends and 30 

family, then you will certainly need [a conversation with a psychologist].>> 31 

 32 

 33 

4. DISCUSSION 34 

 35 

4.1 Principal findings 36 

With the help of a qualitative interview study, in which we explored the experiences of 37 

family carers of seriously ill people living at home with cancer, heart failure or dementia, we 38 

identified five themes that described the quality of the collaboration between family carers 39 

and healthcare professionals: 1) respecting the family carer in both their role as someone with 40 

care needs and as a member of the care team, 2) being available and accessible to them so 41 

their issues or questions can be addressed quickly, and providing some follow-up post-42 

bereavement; 3) providing sufficient and clear information to family carers themselves as 43 

well as to the care recipient; 4) alignment and coordination between all healthcare providers 44 

and family carers; and 5) contextual factors (e.g. a family carer’s vocational experience in 45 

healthcare) also influenced the possible extent of collaboration. The results of this study 46 

showed that family carers experience a lot of possibilities, but perceive missed opportunities 47 

as well, for healthcare professionals to effectively collaborate with them for palliative care. 48 

 49 

 50 
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4.2 Strengths & limitations 1 

To our knowledge, this is one of the first studies to explore explicitly the collaboration 2 

between family carers and healthcare professionals in palliative care, regarding the former as 3 

more active individuals than is usual in research, where the main focus is on the support 4 

provided to them to address their needs. However, our study also has some limitations. First, 5 

there were indications of a selection bias by the recruiting physicians towards participants 6 

with whom their relationship was better in terms of collaboration than the average, or towards 7 

those who worked in the medical sector. However, this is not a major limitation to our 8 

qualitative study design and these participants added to the richness of our data, as they 9 

seemed able to think more deeply about their relationship with the professionals and to be 10 

more confident in sharing their experiences. Second, some of the family carers interviewed 11 

did not experience much, if any, collaboration with professional carers, meaning that it was 12 

sometimes difficult for them to share their experiences on this topic. However, that in itself 13 

also yielded relevant data for this study. Third, as we wanted to study the collaboration 14 

between formal and informal carers in the last phase of life of patients with a life-limiting 15 

chronic illness, our sample mainly included family carers that were experienced in providing 16 

care which may have influenced our findings. Including family carers of patients with a life-17 

limiting chronic illness in an earlier stage of their disease trajectory, could have yielded other 18 

and interesting results. Also, the majority (26 of 30) of our respondents were female. This 19 

may reflect gender disparities in carer roles. However, our purposeful sampling strategy also 20 

did not take gender into account, and was limited to the primary life limiting disease of the 21 

person for whom they were providing care and prognosis. Nonetheless, a relatively 22 

heterogenous sample was recruited. Lastly, four bereaved family carers were included in the 23 

study as the care recipients died shortly after inclusion of the family carer. Hence, data 24 

saturation about the collaboration with health care professionals in the bereavement period 25 

has not been reached.  26 

 27 

 28 

4.3 Implications for clinicians, policy and future research 29 

Several family carers in this study expressed a wish to be treated as a member of the care 30 

team. This corresponds with the new vision of building capacity in palliative care among 31 

community members – or, in this case, family care providers – and providing them with a 32 

more participatory role throughout the care trajectory.(38) In this approach, healthcare 33 

professionals and family carers are expected to be complementary partners, and the social 34 

aspect of palliative care is becoming more prominent due to the focus on the informal 35 

network. In analogy with the hierarchical model for community engagement in end-of-life 36 

care by Sallnow and Paul,(39) such increased family carer involvement can range from 37 

exchanging information with healthcare professionals (lowest level of involvement), to 38 

building more resilience through gaining the knowledge and skills required to become a 39 

confident family carer and care coordinator (highest level of involvement). Although family 40 

carers tend not to request such guidance explicitly, our interviews suggested that skills 41 

training and even knowledge exchange to improve family caregiving proficiency were quite 42 

rare. Based on the results of this study, family carer involvement with healthcare 43 

professionals still seems to be situated at the lower end of the spectrum. It is therefore not 44 

surprising that family carers only rarely felt recognized as care team members or 45 

coordinators of palliative care. More research is however needed about to what extent 46 

family carers want to be members of the care team versus being a care recipient 47 

themselves, and how this changes throughout different disease trajectories.  There has 48 

been considerable research identifying carers’ needs in end-of-life care (40-42) and while 49 
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family carers of patients with cancer, organ failure or dementia face different tasks and 1 

challenges when caring for their loved one at home, overall the reported unmet needs and 2 

negative psychological and health impacts are similar across diagnosis (43,44). Nonetheless, 3 

future studies should look into how these unmet needs change throughout the different 4 

trajectories and how this relates to the perceived need for being a member of the care team 5 

versus being a care recipient.  6 

 7 

This study shows that communication is not only an essential aspect of collaboration in itself 8 

but is also key for the other main themes identified as enabling high-quality collaboration 9 

between family and professional care providers. A successful care coordination or alignment, 10 

information flow and bereavement follow-up can only exist through frequent conversations 11 

between family carers and healthcare professionals. Our findings of many shortcomings in 12 

communication, however, are not unexpected, as previous research has demonstrated that 13 

family carers are often denied even essential information about the condition, prognosis 14 

and treatment options of the care recipient.(22,45,46) Family carers require information not 15 

only to organize and provide care for the care recipient, but also to handle their own 16 

uncertainties in preparation for the end of life and bereavement.(47) This can provide a 17 

challenge for professional carers, not least because of the tension for family carers between 18 

a focus on providing care and thinking about life after their loss.(48) 19 

 20 

Overall, family carers’ main experience was one of missed opportunities for collaboration 21 

with healthcare professionals. Based on the results of this study, we see a number of areas 22 

for improvement with regard to the communication between professional and family carers 23 

that may improve collaboration in palliative care. Firstly, a more structural approach 24 

towards gatekeeping and signposting is required to guide family carers, as referrals to 25 

professional services occur very late and not seldomly depend on their own informal 26 

network or their own vocational experience as a care provider. Brochures and websites 27 

documenting available support already exist, but appear to be unknown to many family 28 

carers, according to our results. It is not only essential that a broad range of healthcare 29 

professionals know about this documentation, but also that family carers are given access to 30 

it and are identified as early as possible in the care trajectory. 31 

Secondly, once a care team has been formed, family conferences might be a way of 32 

addressing communication issues and involving family carers in this team. These are 33 

meetings between healthcare professionals, care recipients and family carers organized to 34 

discuss care goals, exchange information, prevent potential issues developing into crisis 35 

situations, get everyone ‘on the same page’ and listen to family carers’ own needs.(49) A 36 

pilot study in the hospital setting has indicated that family meetings are considered useful 37 

and effective by family carers and help to better address their needs.(50) Future research 38 

can explore whether they also help to improve collaboration between family and 39 

professional carers in home care.  40 

Appointing a care coordinator may be another measure to enhance communication and 41 

thus collaboration between family and professional carers. As a specific care situation in our 42 

study demonstrated, a care coordinator might help by making arrangements between all 43 

parties involved and following them up, especially in more complex palliative care 44 

situations.(51) Concerning bereavement care – some family carers indicated a lack of follow-45 

up after the death of the care recipient – they could organize a retrospective meeting with 46 

all professional and family carers and coordinate follow-up on how the bereaved are coping.  47 
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Lastly, the interviews demonstrate that, due to their time restrictions, consultations 1 

sometimes feel rushed and the healthcare professionals do not always have time to react 2 

patiently and empathetically. Moreover, respondents indicated that they were less inclined 3 

to contact professional carers themselves who they perceived to be already burdened by a 4 

tight work schedule. To avoid this, healthcare professionals should explain early enough 5 

what family carers can expect from them, and together search for assistance in finding 6 

solutions that the professional carer cannot themselves provide. 7 

 8 

4.4 Conclusion 9 

This study has demonstrated a lot of missed opportunities for constructive collaboration 10 

between healthcare professionals and family carers, especially in more complicated care 11 

situations. The aspects of collaboration identified here provide an indication of the general 12 

priorities of a large number of family carers which need to be addressed by health services 13 

and policy makers who wish to evolve towards integrated family care in palliative care. 14 

 15 

 16 
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