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Background: Reablement is a person-centered, holistic approach promoting older adults’ participation through social, leisure, and
physical activities. Family caregivers are seldom involved in reablement services despite their wish to be an active member of the care
team and expressing a need for more support and recognition. The voice of family caregivers is often forgotten when evaluating
services such as reablement. Little is known how family caregivers can be involved and supported more effectively in reablement
services, therefore the aim of our research is to investigate the perceived support and involvement of family caregivers.

Methods: As part of the TRANS-SENIOR project, we studied perceived support and involvement of family caregivers during and
after geriatric rehabilitation, a setting in which principles of reablement, like goal setting and training of daily activities, are applied. In
total, fourteen semi-structured interviews were conducted with family caregivers of people admitted to a geriatric rehabilitation
facility. Thematic analysis was used.

Results: Results reflected four themes: (1) support for family caregivers, (2) involvement in care, (3) trusting care professionals, and
(4) asking for and accepting support. Family caregivers’ experiences with support from care professionals were mainly ambivalent.
While caregivers expressing a lack of support and information whilst also indicating that they do not expect to be supported by care
professionals. Regarding involvement, caregivers wanted to be involved; ie express their opinion and be involved in decision-making.
However, more involvement could also lead to a higher burden.

Conclusion: There is a discrepancy between the perceived support and involvement of family caregivers, their expressed needs, and
their expectations of care professionals. A personalized approach is needed to create room for the family caregiver to be an active
participant in the care process while also providing the right amount of support, when preferred by the caregiver.
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Introduction

The majority of older adults prefer to remain living at home for as long as possible and as independently as possible,
even those with frail health and challenging social situations.'* An approach to promote independent living among older
people is reablement. Reablement is a person-centered, holistic approach that promotes older adults’ active participation
in daily activities through social, leisure, and physical activities chosen by the older person in line with their preferences,
either at home or in the community.> Within reablement, care professionals identify the older person’s capabilities and
opportunities to maximize their independence by supporting them in achieving their goals, through participation in daily
activities, home modifications and assistive devices, and involvement of their social network.>® Although the evidence
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on the effectiveness of reablement remains mixed.””” The approach has shown promising results related to activities of
daily living (ADL) functioning, quality of life (QoL), and well-being of older adults.” '

According to the internationally accepted definition of reablement,” making use of clients’ social network is a strategy to
reach their goals. However, previous studies have shown that family caregivers are seldom involved in reablement or are
insufficiently supported throughout the process, often resulting in a higher experienced burden.'*'® When involved, they
often lack the right information and advice while providing care for their relative.'*"'* Moreover, family caregivers expressed
a wish for more support and recognition of their needs (eg a break from providing care).'*"'* They also indicated that they
wanted to be involved and participate in the decision-making regarding care and to be a contributor to the care process of their
relative.'*'”'® Insufficient preparation, lack of information and education, poor communication and collaboration with care

19-21

professionals, and lack of involvement of the family caregivers. often results in increased anxiety and stress, social

isolation, decreased quality of life, financial difficulties, and worse perceived health of the caregiver.>' >

Reablement is not common practice yet in the Netherlands, however, principles of reablement, such as the goal setting
aspect, being delivered by an interdisciplinary team of care professionals, and the shared goal of enabling older adults to return
or remain at home after regaining their independence, are integrated in geriatric rehabilitation.**® Moreover, introducing
reablement after geriatric rehabilitation could contribute to maintaining the progress made by the older adult; it could bridge
the gap between the regulated rehabilitation environment and clients’ own home environment by focusing on relearning daily
skills in that unregulated home environment. Compared to reablement, support for family caregivers seems more developed in
geriatric rehabilitation; for example, some geriatric rehabilitation facilities in the Netherlands took on board a consultant on
informal care to provide the right support to the caregiver.?” Since little is known about how family caregivers can be involved
and supported more effectively during reablement services, we aimed to understand the lived experiences regarding support
throughout and involvement in care of family caregivers who care for someone who has been admitted to a geriatric
rehabilitation facility. This setting was chosen because of its similarities with reablement and since reablement is not common
practice yet in the Netherlands. Getting insight into their experiences is valuable to improve reablement services and to
understand how adequate support for family caregivers should be integrated. The aim of this study is to gain insight into the
perceived support and involvement of family caregivers during the care process in geriatric rehabilitation and to explore how

this support and involvement can be optimized in their opinion.

Materials and Methods
Design

The current study has a qualitative exploratory research design and is based on a phenomenological approach from
Heideggerian’s hermencutic perspective. This approach allows researchers to understand a phenomenon (ie support
throughout and involvement in care) as experienced by family caregivers through their stories.”®*° The COREQ
guideline was used for the reporting of this study.*

Setting
The study was conducted at the geriatric rehabilitation facility of two large healthcare providers that offer long-term care
services in the south of the Netherlands. Geriatric rehabilitation is defined as

A multidimensional approach of diagnostic and therapeutic interventions, the purpose of which is to optimize functional

capacity, promote activity and preserve functional reserve and social participation in older people with disabling impairments.>®

The goal of geriatric rehabilitation is to enable older adults to return home after successfully completing their rehabilitation
trajectory.”® In the Netherlands, a care physician, who is specialized in the care of older persons, leads a multidisciplinary team
which supports the older adult to work on their rehabilitation goals and regain independence.”' The average length of stay is about
39 days, after which the majority of patients return home.*> The geriatric rehabilitation facilities in this study pay specific
attention to involving and supporting family caregivers throughout the rehabilitation process and the care transition afterwards
(eg organized information sessions or employing a consultant on informal care, who offers guidance and support for family
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caregivers and helps arrange specific types of support, such as respite care).”” These facilities also have the ambition to optimize
the support and involvement of family caregivers at their facility.

Participants and Recruitment

A convenience sample of family caregivers was recruited between May 2022 and December 2022.** Family caregivers
closest to the patient, who were providing care and support throughout the institutionalization, were invited to participate
while their relative was admitted to the geriatric rehabilitation facility. Additionally, participants needed to be able to
participate in the interviews (ie understand and speak the Dutch language). We aimed to include different family
caregiver profiles based on, for example, relation type (eg spouse, child, neighbor, etc.), living situation (living with
the patient in the same house or not), or working status (eg working, unemployed, retired, etc.). Eligible family
caregivers were asked by staff of the healthcare organization whether they were interested in participating in the research
and if they could share their contact information with the research team. When interested, researcher IM contacted the
participants by telephone to provide additional information about the aim and purpose of the research. Afterwards the
interview was planned. Before the start of the interview, the researcher conducting the interview introduced herself as
well as her role in the research project. Subsequently, participants received information about the study on paper and
orally and were asked to provide written informed consent. Participants were included until data saturation was reached.
There was no relationship established between the participants and the researcher conducting the interviews prior to the
start of the study.

Data Collection

Background information was collected through a questionnaire, including date of birth, gender, marital status, number of
children, educational level, work status, relationship to the patient, reason for the patient’s admission, if and how long
they provided care to their relative before admission, hours (per week) of informal care before admission, and if there
were other caregivers involved. Semi-structured interviews were conducted between May 2022 and December 2022 in
a serial manner either in the rehabilitations facility or at their home. Preferably, participants were the only person present
at the interview, however, it was not prohibited that their partner was present in the room. Interviews were conducted by
first author IM (MSc, female). At the time of the interviews IM was employed as a PhD candidate with basic experience
and training in qualitative research methods. We aimed to interview family caregivers twice at different time points of the
care process with a minimum of 4 weeks between both interviews, preferably one interview during inpatient geriatric
rehabilitation of their relative and one after discharge, to get a comprehensive view of their experience. A semi-structured
interview guide was used, focusing on two overarching topics: (1) their perceived support and involvement during the
care process in geriatric rehabilitation and (2) their needs and wishes regarding support and involvement and how support
and involvement can be optimized. No field notes were made during or after the interview. Table 1 provides an overview
of example questions per overarching topic. All interviews were audio recorded. In order to increase the credibility and
confirmability of the data, a member check was conducted after each interview by summarizing the findings and asking if

the participant agreed or wanted something to be added. Interviews were planned for approximately one hour each.

Table | Overarching Topics and Example Questions for the Semi-Structured Interviews

Overarching Topic Example Questions

Perceived support and involvement | “How would you describe the relationship with others involved in the care for your relative?”
“How do these people involve you in the care process of your relative?”

“In what way do you feel heard by these people?”

Needs and wishes “In terms of support, what would you like to have for yourself?”

“What would you need to achieve this?”

“What could be improved in terms of support?”
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Data Analysis

Data were anonymized, transcribed verbatim, and analyzed with support from qualitative data analysis software ATLAS.ti
Windows (Version 22.2.5.0). A thematic analysis approach was used, following the steps identified by Braun, Clarke.***
A combination of open and axial coding was used. First, the researcher (IM) read the transcripts several times and made
notes to familiarize herself with the data. Subsequently, open coding was used to analyze the data. Relationships between
codes were identified by means of axial coding. Keeping the research questions in mind, axial coding led to the final themes.
The analysis was an iterative process during which initial codes were recoded and relationships and themes were revised.
The interviews were coded by the first author and summarized, and subsequently discussed with the second and last author
throughout the analysis process. Disagreements were discussed within the research team.

Ethics

Ethical approval for this study was obtained from the FHML Research Ethics Committee (FHML-REC/2022/041).
Informal caregivers voluntarily signed informed consent after they were fully informed about the purpose and procedures
of the study and had the opportunity to ask additional questions or raise any concerns. The informed consent stated that
participation in this study is completely voluntary and withdrawal from the study is possible at any moment, with or
without providing a reason, by contacting one of the researchers. Additionally, the informed consent included publication

of anonymized responses.

Results
Nine informal caregivers agreed to be interviewed. A more detailed description of the background information is
presented in Table 2. Reasons for not participating in more than one interview were unavailability during admission of
relative (n = 1) or not being willing to further participate after the first interview (n = 3). The interviews lasted 52 minutes
and 50 seconds on average.

The results reflect four overall themes highlighting the family caregivers’ experiences: (1) support for family caregivers,
(2) involvement in care, (3) trusting care professionals, and (4) asking for and accepting support (see Table 3). Themes and
experiences were relatively similar for the first and the second interviews. Even when their relative lived at home, the family
still reflected a lot on the time involved in geriatric rehabilitation.

Table 2 Participants’ Profiles of Family Caregivers (n = 9)

Participant® Caregiver/Care Reason for Admission Marital | Work Other Caregiver for
(Age, Gender) Receiver Relationship | of Care Receiver Status Status Caregivers Others
Involved
Anne (57, F)? Daughter Broken hip after fall Divorced | Employed Y, brother N
incident
Tom (49, M) Son Pneumonia after Covid-19 | Single Employed Y, mother N
infection
Marie (64, F) Wife Abscess Married Employed Y, friend N
Laura (57, F)* Daughter-in-law Stroke Married Unemployed | Y, mother-in-law, | Y, mother-in-law,
children mother
Emma (26, F)* Granddaughter Crisis admission Single Unemployed | Y, parents, Y, grandfather
grandfather
Sophie (48, F)? Wife Motorcycle accident Married Employed N N
Mark (71, M) Husband Multiple health problems Married Retired N N
Sarah (58, F)* Daughter Dementia Married Employed N N
Eva (74, F) Wife Cerebral infarction and Married Retired Y, children Y, friend
hemorrhage

Notes: *Pseudonyms. *Interviewed twice.
Abbreviations: Y, yes; N, no; F, female; M, male.
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Table 3 Themes, Sub-Themes, and Description

Theme Sub-Themes Description

1) Support for family Support by care professionals, social How family caregivers were supported by different parties and how they
caregivers network, and work environment experienced this, and also what their expectations were, and what they

wished for
2) Involvement in care | Informing and consulting about the care How family caregivers were involved in the care process of their relative,
process and participating in the care process | and what they wished for

3) Trusting care (Un)satisfied with care provided, (no) The nature of the relationship between family caregivers and the care
professionals trust in care professionals providers, the extent to which they trust them with their relative’s care

4) Asking for and (Struggle to) ask for help, reasons to not | When and if family caregivers asked for help, and if they did not, why not
accepting support ask for help

Support for Family Caregivers
Participants mentioned three different parties as important sources of support, namely care professionals involved in the
care process of their relative, their social network, and their working environment.

Support from Care Professionals

The experiences with support from care professionals were mixed. Some family caregivers stated that they were very
well supported by care professionals, whilst most others indicated that they did not receive a lot of support from the care
professionals involved their relative’s care. For example, multiple caregivers pointed out that they experienced a lack of
guidance during the admission or discharge of their relative and concerning how they could handle their new role as
caregiver. Additionally, some participants indicated that they were never or seldom asked how they were doing and
pointed out that the contact with care professionals was mostly about their relative:

My mother got discharged from the hospital and transferred to the rehabilitation facility, I knew that [...] They brought her up to
the second floor, but I didn’t know anything. So I’'m at the facility, there was no one at the reception, and I thought ‘where is my
mother?’ [...] I do think it’s a shame [...] I missed that bit of support here. (Anne)

Also, we were not asked, ‘how are you guys doing?’ or anything like that [...] we’re not even asked, ‘are you all right?’ [...] So

yeah, in terms of informal care, there’s not really... (Emma)

No that [contact with doctor] is all about my mother. So I — I don’t think about that at all, now for once I want someone who —

who listens to me. (Sarah)

Despite expressing experiencing a lack of support, caregivers also indicated that they did not expect care professionals to
support them because that is not their job; their job is to look after their relative. Moreover, they could not see how care

staff would be able to support them:

I don’t know if they can contribute to that [getting more time for himself]. I assume they are here to take care of my father, and

not me. (Tom)

I think that as a partner — I don’t know if you can get a lot of support in that either — because every situation is different, of

course. (Sophie)

However, when looking into the expressed needs of family caregivers, they were ambivalent with respect to their
previous expectations regarding not receiving any support from care professionals. When asked about their needs and
wishes, participants often indicated that informal care is a challenge and obligation. They wish to hand over most care
tasks and just be a relative, which would indicate the need for more support from care professionals to take over basic

care needs:
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I just want to be able to live my own life again and not actually be at the service of my grandparents, as much as I love doing it
for them. [...] Yeah, I just want to have that peace of mind that she’s really in the right place [regarding received care] and that
we’re not her caregivers anymore but can just go and visit grandma again. Just the way it used to be. (Emma)

Moreover, as mentioned before, family caregivers indicated that they experienced a lack of guidance during specific
stages of the care process and more guidance is therefore desirable so that they do not have to figure everything out
themselves:

When your relative is admitted then you [as care professionals] can’t say, ‘oh yeah, figure it out for yourself. That’s something for the
informal caregiver and the family.” I think that task is also yours [as care professionals], a bit of guidance. Not just for me, but that it’s
also clear to the rest of the people [who care for someone who is admitted] [...] There is still a lot to gain there. (Laura)

There is also a need to share their experiences with either professionals or peers. Participants mentioned that having
a care professional who opened the door for them to ask questions or share concerns was highly appreciated. Especially
the consultant on informal care was praised by family caregivers; they mentioned the consultant was “a relief” (Laura),

“an open door” (Anne), “an eye opener” (Sarah):

There are, of course, several sons and daughters who are caregivers for their father and mother, and they are in the same
situation as me or that you have, what do you call it, a peer group. [...] Then those informal caregivers can sit together, and you

get tips and ideas. [...] That would provide recognition and acknowledgement. (Sarah)

[ really liked the fact that she [the consultant on informal care] called me herself. I also really liked the fact that she says, ‘do
you have an hour so we can really talk in person?’ I really like that you can tell her anything you like to say. (Sarah)

Support from Social Network

The perceived support from their social network (ie family members, friends, or neighbors) varied. When participants
had a strong social network from which they got a lot of support, they experienced this as very helpful, and they were
generally grateful for all the support provided. It also offered a form of relief. When participants mentioned being
supported by their social network, it mostly related to offering emotional support, for example, by showing interest and
compassion. However, in a few cases, the social network of the caregiver also offered more structural support, for
example, by sharing responsibilities or taking over care tasks:

The love I get from the people around me. There’s a bunch of friends who say very often, sometimes twice a week: don’t you
feel like coming over, having a coffee, or a glass of wine or something. And those are nice and such important things. (Eva)

Yes my parents do try to be careful not to overburden me. [...] They really look after me. [...] I just really didn’t have any more
energy to go through that discussion [about the right type of care for grandmother] again. So then my mother was like ‘I’ll go
and I’ll arrange what I can and we’ll see how it goes from there. (Emma)

However, not being supported by their network led to frustration because family caregivers were unable to share their

story or experiences, or they felt alone in carrying out all tasks related to informal care:

That’s frustrating, frustrating that you hope your husband supports you in that or goes with you [to the rehabilitation facility] or
says, ‘What can I do for you Sarah?’ [...] That bit [of support], I missed that too. [...] That also makes it exhausting that I do

everything on my own again. (Sarah)

Although participants highly appreciated the support offered by their social network, it was often pointed out that this
could also be overwhelming (eg too many texts or phone calls, which only cost time and energy); therefore, some people
indicated that they did not look for this support:

However well intentioned, but when people are constantly texting and calling, ‘How is your mother? And how are you?’ That

takes up way too much of my time; those are way too many stimuli. (Sarah)
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Support from Working Environment

Participants who were still employed expressed that support from the employer and colleagues was much needed and
appreciated, for example, being given time off to visit their relative and arrange things. Additionally, being able to vent to
colleagues relieved stress, and it was comforting when colleagues showed interest and compassion. However, when the

employer was not supportive, it only added to the burden and stress of family caregivers:

I have a good employer. They said, ‘Take your time, and then after that, if you can, come back to work.” So I was lucky with
that. [...] They have been very accommodating. They also took those two weeks [during intensive care] very — I hardly had to
take any leave. (Sophie)

If he [partner] comes home, then I just need that care leave. They were very difficult about that at work, which I found very
unpleasant. [...] Because I thought if it goes on like this, I’ll just drop out. I can’t handle all that, it’s just not possible. (Marie)

Involvement in Care

Involving family caregivers in care was discussed in three ways: by informing family caregivers, by consulting family
caregivers, or by the participation of family caregivers. Most participants indicated that the involvement was mainly
related to informing family caregivers, and included being able to consult care reports, meetings with family and care
professionals, information evenings for relatives, or the possibility of attending therapy sessions.

With regard to informing, the experiences varied strongly among family caregivers; it was remarkable that it was
often either a very negative or a very positive experience. Family caregivers mentioned that being updated about the
status of their relative, receiving a call when something happened, or getting advice contributed to a positive experience.
They expressed that they appreciated the amount of information they received, and they indicated that good commu-
nication also created a good relationship between them and care professionals. It was noticeable that these people were
often the family caregivers who also felt well supported either by care professionals or their social network, who were

satisfied with the care delivered, and who generally experienced a lower burden:

That information was incredibly good, and on the ward everything went perfectly. Yes, and in the rehabilitation institution
likewise. We were always updated on what was going to happen and how the wound looked [...]. Yes, that was really nice. You
were very much involved. (Marie)

Contrary to the aforementioned positive experiences, most family caregivers indicated that they were insufficiently and/
or incorrectly informed. This often led to frustration, could possibly affect their experienced burden, and had an influence
on their relationship with care professionals. Being insufficiently or incorrectly informed was reflected in, for example,
not being contacted when something happened to their relative (eg a fall incident) or expecting activities and certain
services for their relative based on information folders, which in the end were not provided. Ultimately, these family
caregivers expressed a high need for more (accurate) information and better communication with care professionals.
Again, we see a possible relationship between the perceived support of family caregivers and their experienced burden;
often the people who expressed a high burden and did not feel supported were also the people who felt they were
insufficiently informed:

You just don’t know [...] how things work there, you never get to speak to anyone, or you have to call, but. It’s not like you can just,
when you’re there, just ask, ‘How do you guys think it’s going?’ It’s just. Yeah, you just have to hear it from her [grandmother], while
that’s what she’s there [the rehabilitation facility] for, that we can’t believe what she says [because of her condition]. (Emma)

Family caregivers reported rarely being consulted when it came to the care process of their relative and the choices that
needed to be made, although this was a strong desire across most of them. It was often mentioned that they wished they
were asked more about their opinion because they felt that they knew their relative best and could be of added value

when certain decisions had to be made by the care team:
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That they listen actually. Listen better to you after all. [...] Yes, you know him very well too. That they do listen, like, ‘Okay,
it’s. It’s maybe not such a good idea what we’re doing now after all.” Yes. I know they are the doctors of course, that first of all.
But do listen to what — whatever the family thinks. I would have preferred that to be different. (Marie)

Being heard was an important aspect for family caregivers, and the majority of participants felt heard by the care
professionals, for example, when they were given the opportunity to express their opinion, ask questions, or express their
concerns. This was experienced as pleasant and was also appreciated by most family caregivers:

Knowing that time is taken for you and that even yesterday they said, ‘Do you have any questions?’ That I think, ‘Yes, indeed
I have all kinds of questions written down.” Just the fact that you know there will be a conversation. (Sarah)

Only one family caregiver mentioned something about being an active participant in their relative’s care process, rather
than merely being informed or consulted like most other participants. She, for example, wanted to be involved in the

decisions that were being made and have a say in this as an equal partner in the care process:

That’s just irritating, and I just want to be able to spar with someone: ‘What do you think?” That I can help think about the care
process. I would just really like that. Because I’ve obviously cared for her at home for so many months [...] then if they [care
professionals] don’t believe you [...] Yeah, that’s just irritating. (Emma)

When asked if family caregivers wanted to be more involved in their relative’s care, many stated that, apart from more
adequate information, they did not wish to be more involved because this could add to their perceived burden:

No, I'm fine like this and I think that’s also a bit because I — my head is so full. (Eva)

Trusting Care Professionals

Trust was pointed out as an important determinant of how family caregivers experienced the care process and their role as
informal caregiver. Whether or not they trusted the care professionals involved in their relative’s care, contributed to their
perceived burden and stress. Both a trusting and non-trusting relationship with the care providers was mentioned by
participants. Having trust in the care professionals often seemed related to the satisfaction of family caregivers with the
care provided and vice versa. For example, one caregiver mentioned that when they noticed that their relative was not
washed in the morning, they had the feeling that they constantly had to oversee the care professionals and what they were
doing. When they knew their relative was taken care of well, they could let go of their concerns more easily, indicating
a trusting relationship with the care professionals:

Because it just kept going wrong in the rehabilitation facility and so much has gone wrong during the whole process, you have
to keep trying to trust that things will go right there [nursing home]. But yes, it’s a bit of a balance between ‘Is it going well and
can we trust them? (Emma)

Trusting care professionals was not only related to the care provided. It also became apparent that family caregivers who
expressed that they trusted the care professionals involved in the care for their relative were the ones who overall had
a positive experience with being supported by those care professionals.

Asking for and Accepting Support

It was noticeable that asking for help is not easy for family caregivers. This might be related to the fact that family
caregivers do not feel that they should be supported because it is about their relative, as mentioned before. Additionally,
when offered help from their social network, they often did not accept this. There are two apparent reasons for not asking
and accepting support. On the one hand, participants did not want to burden others, such as family members or even care
professionals.

You have to go and ask if you want something. It’s as simple as that. And that’s not such a strong point of mine. No, that’s me —

that’s not me. Rather, I’'m someone who does it myself. (Tom)
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On the other hand, participants indicated that they do not want to hand over their responsibilities to others, mostly
because they were used to doing everything on their own but also because they were afraid of other people’s opinions,
which might possibly conflict with their own or the wishes of their relative:

I do it for my mother, and I am happy to do it, and maybe I don’t want to hand it over to anyone else either. [...] My mother
used to be there for me, and now we are going to turn the tables, and now I am there for her. (Anne)

Discussion
The aim of this study was to gain insight into the perceived support and involvement of family caregivers during the care
process in geriatric rehabilitation and to explore how this support and involvement can be optimized in their opinion. The
results of this study can be used to improve reablement services and provide insight into how to integrate adequate
support for family caregivers. The results of this study reflected four main themes: (1) support for family caregivers, (2)
involvement in care, (3) trusting care professionals, and (4) asking for and accepting support. Our findings highlight the
variation in family caregivers’ perceived support and involvement.

Family caregivers’ experiences with support from care professionals were often ambivalent, expressing a lack of support
and information whilst also indicating that they do not expect to be supported by care professionals. This is supported by

Weisser et al,>®

who also found that family caregivers experience ambivalent feelings between proactively seeking help and
feeling disturbed by increasing numbers of meetings. Additionally, how family caregivers experienced the support they
received and how they were involved often related to their perceived burden. This was also found by Boots et al,>’ who
discovered that family caregivers have a hard time identifying and expressing their needs, which is due to their high subjective
burden experienced. When focusing on the needs that caregivers did express, we noticed a need for more guidance and better
communication and information. Previous research also concluded that there is a need for more inclusion in the care process
(eg being aware of the decisions made or being involved in the discharge planning) and both good communication and
accurate information when caring for an admitted relative or during the transition back home.'*%*° Especially in the
beginning when family caregivers are new to their role, it is important that care professionals help them navigate this new
role.** Our results showed that trust between the family caregiver and the care professional is an important element throughout
the care process. It is important to build a relationship of trust at the beginning of the process; this facilitates the acceptance of
support and will ultimately reduce the burden.*' Besides support, involvement was also an important aspect of our findings. It
became apparent that family caregivers wanted to be involved; ie wanting to be able to express their opinion and to be involved
in decision-making. However, it is important to be cautious because more involvement could also lead to a higher burden.
Previous research also stated that once a person becomes more dependent on care, family caregivers spent more time on care-
related activities (ie become more involved), which was associated with a higher burden.****

Besides knowing what support needs to be provided to meet the needs of family caregivers, it is also important to
reflect on how this support should be offered to family caregivers. Our results clearly indicated that family caregivers
have difficulty asking for and accepting help, either because they did not want to burden others or they did not want to
hand over responsibilities. Previous research found that family members often take on the role of caregiver as a sense of

1 also found that informal caregivers

moral commitment based on family obligations and solidarity.*> Willemse et a
seldom look for professional support. Moreover, previous research states that family caregivers are reluctant to seek
external support because they do not want to disclose family-related problems due to a sense of pride,*”** but are also
reluctant to accept help from other family members.*” Additionally, Willemse et al*® found that information on the
possibilities was often lacking, and they stressed the necessity of proactively informing caregivers.*® Over the past years,
multiple interventions have been described to support family caregivers in their role as a caregiver and to eventually
reduce their perceived burden. These interventions use different approaches, such as respite care, psychosocial support
(either in group or individual), education/skill-based interventions, assistive technology, or multicomponent
interventions.’®>> However, often the family caregivers have to take the initiative themselves, while our findings clearly
show that informal caregivers will rarely act proactive in this. Therefore, it is important to, as a care professional,
proactively inform the informal caregiver about their options for support and offer a tailor-made, personal approach with

enough room to participate in the care process when this is preferred by the informal caregiver.*
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The aim of this research was also to inform reablement programs on how to integrate adequate support for family
caregivers and how to involve them in reablement services. The previous section has already provided some implications for
future practice. First, addressing the need for more guidance and information throughout their relative’s care process is an

important element that should be integrated. This is also supported by Hjelle et al,"

who emphasize the importance of family
caregivers’ need to receive but also give information. Additionally, making the family caregiver an equal member of the
reablement team would make them feel heard and is an important strength of reablement interventions,'*~® but it could also
relieve some of the burden by decreasing the feeling of being alone in the process.”’ However, informal caregivers need to
have a choice in the amount of involvement during the care process. Our study clearly indicated that this wish was not the same
for every family caregiver. This finding is in line with previous research showing that family caregivers experience more
burden, if they do not have a choice in the amount of involvement.*®° It is also important that caregivers have someone they
can turn to; however, this is often overlooked, so it would be beneficial to appoint a team member as single point of contact for
the family caregiver for emotional support.'* To build a family—staff relationship, it is important that care professionals
possess the right competencies and skills, eg being empathic, showing interest, etc.®” Last, since reablement focuses on
improving well-being, knowing that their relative is supported in activities they value, could add to the caregiver’s trust, which
was indicated in previous research to be a benefit of reablement services.”’

Some methodological considerations have to be made. First, since we used convenience sampling at two sites, it could be
possible that family caregivers who were much overburdened did not participate in our study, although their experiences could
be of added value. However, we did manage to include a varied sample in terms of relation type, living situation, or working
status, thus providing us with broad insight into the experiences of different family caregivers. Second, we gathered the
experiences of family caregivers through (sequential) interviews. However, it could be argued whether this is the most suitable
method to get an in-depth perception of participants’ experiences and whether other research methods in which a trusting bond
is created between the participant and the reviewer (eg ethnographic research or patient journey method) would be more
suitable Last, we did not interview family caregivers who were involved in reablement because it is not common practice yet
in the Netherlands. We did, however, try to match the population and setting by choosing geriatric rehabilitation.

Conclusion

To our knowledge this is the first study investigating the perceived support and involvement of family caregivers for
reablement programs and shedding light on their needs and wishes for future programs. This study shows that there is
a discrepancy between the perceived support and involvement of family caregivers, their expressed needs, and the expecta-
tions they have of care professionals. Our findings build upon and reinforce previous research performed on the support and
involvement of family caregivers. However, we also demonstrate new insights. Family caregivers say that they lack support
and information, whilst also indicating that they do not expect more support or to be supported by care professionals.
Additionally, regarding involvement, their experiences were either very positive or very negative. Family caregivers wished
that they were consulted more often, but did not have a high need for participation. Trust is an important determinant of how
family caregivers experienced the care process and their role as informal caregiver. Whether or not they trusted the care
professionals involved in their relative’s care, contributed to their perceived burden and stress. Family caregivers have trouble
asking for and accepting help, because they do not want to burden other or they do not want to hand over responsibilities. To
respond to family caregivers’ needs, a personalized approach is needed to create room for the family caregiver to be an active
participant in their relative’s care process, if preferred, while also providing the right amount of support. Although our findings
give a good indication of what the support and involvement of family caregivers should look like, more research is needed to
gain additional insight into the experiences of family caregivers who are involved in reablement services. Additionally, this
paper makes suggestions on how to integrate adequate support for family caregivers and how to involve them in reablement

services. However, these should be pilot tested in practice to make sure they are feasible and lead to an improvement in care.
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