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1 | BACKGROUND
The transition from clinical rehabilitation admittance to reinte-
gration into the community is a challenging phase. Adults with 
long- term disabilities such as acquired brain injury (ABI) or spinal 
cord injury (SCI) often feel insufficiently prepared to cope with 
their disability in daily life (Salter et al., 2008) and experience a 
significant, sometimes overwhelming difference between the 

protected clinical environment and life in the community (McKevitt 
et al., 2004; Visser- Meily et al., 2005). This also has a major impact 
on their caregivers' lives. Caregivers are prone to feel burdened and 
experience increased feelings of responsibility and anxiety, which 
often results in a decrease in their participation in activities (Kerr 
& Smith, 2001; Rigby et al., 2009). Both patients and caregivers 
must learn to cope with the patient's altered abilities and find new 
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Abstract
In many European countries, including the Netherlands, current care policies encour-
age ‘active citizens’ to support each other rather than having individuals rely on paid 
professional help. Rehabilitation centres also put greater emphasis on social networks 
assisting adults with acquired long- term disabilities and their caregivers. Often these 
adults and their caregivers feel insufficiently prepared to cope with the disability in 
daily life and struggle with community integration. However, little is known about the 
factors that make vulnerable people accept or decline support from their social net-
works. We researched the social support needs of persons with acquired disabilities 
and their caregivers eligible for a family group conference intervention by conducting 
19 semi- structured interviews in rehabilitation centres in the Netherlands. A thematic 
analysis revealed that most couples (15) were reluctant to request (more) support 
from their social network, even though many of them had a good network to rely on. 
We identified five reasons for this reluctance: (1) not accustomed asking support, (2) 
not wanting to be a (bigger) burden, (3) fear of intrusion into one's privacy and inde-
pendence, (4) fear or problematic motivations such as curiosity or pity and (5) lack of 
reliability, competence, or comprehension. The main factor seemed to be the lack of 
reciprocity: couples do not see sufficient options to reciprocate the necessary sup-
port. Therefore, before instigating social support- centred interventions such as family 
group conferences, social care and other health professionals should be aware of any 
factors causing a sense of reluctance and explore the experiences of an imbalance in 
reciprocity.

K E Y W O R D S
caregiving, carers' needs, disabled people, rehabilitation, social support

 13652524, 2022, 6, D
ow

nloaded from
 https://onlinelibrary.w

iley.com
/doi/10.1111/hsc.13838 by U

trecht U
niversity L

ibrary, W
iley O

nline L
ibrary on [19/01/2023]. See the T

erm
s and C

onditions (https://onlinelibrary.w
iley.com

/term
s-and-conditions) on W

iley O
nline L

ibrary for rules of use; O
A

 articles are governed by the applicable C
reative C

om
m

ons L
icense

mailto:
https://orcid.org/0000-0003-2959-7835
https://orcid.org/0000-0003-2023-4464
https://orcid.org/0000-0002-3958-1047
mailto:chantal.hillebregt@uvh.nl
http://crossmark.crossref.org/dialog/?doi=10.1111%2Fhsc.13838&domain=pdf&date_stamp=2022-05-15


    |  e4385Hillebregt et al.

routines (Abrahamson et al., 2017; Greenwood et al., 2009; Lynch 
& Cahalan, 2017; Piccenna et al., 2016) and new social roles in their 
homes and families (Rittman et al., 2007).

In the Netherlands, as in many other European countries, sig-
nificant reforms in long- term care policies (Pavolini & Ranci, 2008) 
have led to an emphasis on support from the ‘social network’: 
family, neighbours and friends (Dijkstra et al., 2016; Faulkner 
& Davies, 2005; Wissel et al., 2013). Under the concept of ‘ac-
tive citizens’, more responsibility is assigned to members of the 
community under the expectation that they will provide mutual 
support (Tonkens, 2012). To support this shift, many new family- 
centred interventions are being introduced (Deek et al., 2016; Park 
et al., 2018) in various settings such as geriatric medicine, reha-
bilitative medicine, palliative care and psychiatry (Fronek, 2005; 
Hudson et al., 2009; Loupis & Faux, 2013; Wisby et al., 1996). One 
such intervention has spread across various welfare and care set-
tings: the family group conference (FGC), consisting of meetings in 
which people in need and members of their social network develop 
a plan for collaborative support.

FGCs were first legislated in 1989 in New Zealand as a decision- 
making tool in cases of child neglect, abuse, or youth offence 
(Cunning & Bartlett, 2006; Merkel- Holguin, 2005). Although there is 
little evidence supporting the effectiveness of the FGC approach in 
adult care (Hillebregt et al., 2019), FGC is gaining prominence in vari-
ous fields, including public mental healthcare (de Jong et al., 2016; de 
Jong, Schout, & Abma, 2015; de Jong, Schout, Pennell, et al., 2015; 
de Jong & Schout, 2013a; Wright, 2008), general social welfare 
(Johansen, 2014; Malmberg- Heimonen, 2011; Malmberg- Heimonen 
& Johansen, 2014) and social welfare for elderly clients (Metze 
et al., 2015a, 2015b).

In current rehabilitation practice in the Netherlands, FGCs 
have been initiated for adults with acquired disabilities and their 
caregivers (Hillebregt et al., 2018). FGCs are based on the pre-
sumption that receiving social support from family members and 
friends facilitates coping with a disability and helps patients going 
through the rehabilitation care trajectory during (1) the acute 
phase of being admitted to the hospital, (2) the subacute phase 
of treatment at an inpatient rehabilitation care facility, (3) the 
transition from the rehabilitation care facility to home and finally 
(4) reintegration into the community (Kirkevold, 2002; Rotondi 
et al., 2007; Stiekema et al., 2020).

However, thus far, couples in rehabilitation practice have shown 
little interest in FGC interventions (Post et al., to be submitted). 
Although social support can be beneficial in times of trouble (Kruithof 
et al., 2015; Post et al., 2005; Scholten et al., 2018), people can be 
reluctant to receive help. Implicit social codes and norms underlie 
social relations (Bredewold et al., 2020) that highly influence one's 
decision to accept or refuse informal care. Considerations of solidar-
ity, social exchange and reciprocity influence motivations for both 
accepting help and for being helpful (Cropanzano & Mitchell, 2005; 
Trappenburg, 2015). Research shows that many people value achiev-
ing the right balance between giving and receiving. The weaker the 
emotional bond, the more important the balance (Mauss, 2002). 

Among neighbours, for example, this balance is considered partic-
ularly important (Bredewold et al., 2020; Komter, 2003; Oorschot 
van & Komter, 1998). In addition, a recent study on people with in-
tellectual or psychiatric disabilities showed that they were reluctant 
to ask for help from their social network for fear of not being able to 
reciprocate in kind (Bredewold et al., 2016, 2020). These consider-
ations might also play a role in the rehabilitation setting.

This paper aims to explore the perspectives of patients and their 
caregivers who reintegrate into the community from a clinical re-
habilitation setting to gain a better understanding of their support 
needs and preferences for how and when (not) to engage their social 
network. For this purpose, we analysed the social support needs and 
social networks of couples eligible for an FGC intervention and their 
reasons for declining.

2  |  METHOD

This qualitative study is part of a multi- centre controlled trial per-
formed in 2015 in 12 rehabilitation centres in the Netherlands with 
328 clinically admitted patients with a diagnosis of ABI, SCI, or leg 
amputation and their significant others (Hillebregt et al., 2018). The 
aim was to improve self- efficacy and participation in daily living ac-
tivities by offering the couples the FGC intervention whilst monitor-
ing their progress with questionnaires.

For the qualitative part of the FGC study (presented here), eli-
gible couples for the FGC intervention from four participating re-
habilitation centres were invited to participate in semi- structured 
interviews. Inclusion criteria for patients' participation were as 
follows: patients should be ≥18 years and have been diagnosed 
with ABI, SCI or leg amputation. In addition, the patient, their 

What is known about the topic

• Adults receiving inpatient rehabilitation treatment and 
their caregivers can experience difficulty transitioning 
from the rehabilitation facility to live in the community.

• Caregivers can feel highly burdened and often decrease 
their own social activities.

• Many people with intellectual or psychiatric disabilities 
do not want to involve their available social network for 
fear of a lack of reciprocity in the relationship.

What this paper adds

• Concern over a lack of reciprocity in the relationship 
was revealed as a major factor for not asking for and 
accepting help in rehabilitation care.

• Other reasons were fear of questionable motives for of-
fering help, such as curiosity or pity.

• People prefer to involve their social network on their 
own accord.
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caregiver or both should have a relatively low level of self- efficacy 
at the onset of clinical treatment, as measured by the self- efficacy 
scale questionnaire (Bosscher et al., 1997; Bosscher & Smit, 1998), 
given the assumption that these are the people with disabilities 
(PWDs) and their caregivers who can benefit most from the FGC 
intervention.

Couples were interviewed at least 3 months after discharge, 
so they had already had some time to adapt to the new situation 
of coping with the disability in their home environment on a daily 
basis.

All couples were first approached by phone. Respondents pro-
vided written consent to participate in the FGC study and verbal 
consent for the interviews and were guaranteed anonymity. Ethical 
approval was granted by the Medical Ethics Commitee of University 
Medical Centre Utrecht.

Baseline demographic data were collected from both caregiv-
ers and patients. For the interviews, we used a topic list based on 
the principles of Kvale (1996). Interviews were conducted face 
to face during the spring of 2018 by the first author and four so-
cial work students who participated in this study as part of their 
undergraduate research. Interviews lasted approximately 60 min 
on average and were performed at a location based on the cou-
ples' preferences. The interviewers worked in pairs of two with 
one lead interviewer and a second interviewer who checked if 
all topics were answered and asked further in- depth follow- up 
questions as needed. Interviews were recorded and transcribed 
verbatim.

A thematic analysis (Braun & Clarke, 2006) was performed 
to identify themes and patterns in the data. We used a three- 
stage process of open, axial and selective coding (Corbin & 
Strauss, 1998). A final coding scheme was developed with the 
consensus of all researchers. Both latent codes (deriving the 
underlying meaning) and semantic codes (deriving the surface 
meaning) were used (Boyatzis, 1998). Extra subcodes were dis-
cussed with the lead researcher during meetings. The code list 
was further enhanced into overarching concepts after each in-
terview through in- depth analysis before reaching the phase of 
discovering themes and patterns. MaxQDA software was used 
for the analysis.

2.1  |  Characteristics of participating couples

A total of 55 patients and their caregivers from four rehabilitation 
centres were approached to participate in the qualitative interview 
study (see Table 1). Among these, 20 couples from two centres con-
sented to participate, for a total response rate of 36.4%.

One couple accepted the FGC intervention, 10 couples did not 
consent to it and 9 couples reported external reasons the interven-
tion had not taken place, such as quick dismissal, no outpatient treat-
ment or the social worker being on leave. For the latter, the concept 
of FGC was explained during the interview. In this study, we focus on 

the social support needs and networks of the 19 couples eligible for 
the FGC intervention who did not follow through. Their characteris-
tics are summarised in Table 2.

3  |  FINDINGS

3.1  |  Couples' experiences

We found two groups: (1) couples who were not reluctant to ask for 
social support, had a good social network and did not need (more) 
help and (2) couples who were reluctant to ask for (more) support 
although the majority had a good social network to approach for 
support (see Table 3). In the following sections, we will elaborate on 
the response patterns of both groups.

3.2  |  ‘Not reluctant to ask for support’

Four couples replied that they did not need additional social support 
(couples 3, 6, 12 and 14). Three of these were couples with children 
still living at home, which may have contributed to both their willing-
ness to ask for help and to their refusal of an FGC. On the one hand, 
older children or young adults may have been involved in the care 
process. On the other hand, children residing in the home may have 
pointed out to their parents that additional help was needed. For 
these four couples, an FGC was redundant. A woman with a com-
plete traumatic SCI recounted:

You only need to send one text message, and they are 
there for you…. I have two adult daughters who want 
to help me as much as they can, also. It has never been 
an issue, really. (couple 6).

A caregiver responded in the same manner:

Yeah, well, we got a lot of attention from many people 
asking us how things are going, visiting him. His broth-
ers and sisters had to make a visiting arrangement, 
….because they are with seven of them at home. So 
yes, yes, …that was all right! (couple 12).

TA B L E  1  Participating couples

Rehabilitation clinics Approached couples
Positive for 
interview

Centre 1 44 18

Centre 2 8 2

Centre 3 2 0

Centre 4 1 0

TOTAL 55 20
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For this group, activating their social network with the help of the 
FGC intervention would have no added benefit. As this caregiver 
notes:

I cannot really get a clear picture of what those family 
group conferences would be like. We already do a lot 
ourselves and if we cannot manage I'll call the neigh-
bours. (couple 14).

3.3  |  ‘Reluctant to ask for (more) social support’

Fifteen couples felt reluctant to ask and receive (more) social sup-
port from their social network. Two of these couples felt they did not 
have a reliable support system (couples 8 and 9).

The remaining 13 couples felt they had a good social network 
of friends and family but were reluctant to (further) involve them 
(couples 1, 2, 4, 5, 7, 10, 11, 13, 15, 16, 17, 18 and 19). Most care-
givers in this group were female (10). Six of them did not have paid 
employment. Both gender expectations and the lack of competing 
obligations may have contributed to these couples' reluctance to 
further involve their social network. The reasons the 13 couples re-
frained from asking their social network for support can be clustered 
into five categories, which we discuss below (see Table 4). More than 
one reason could be given by a couple. There was no pattern in the 
responses related to the couples' background variables, but some 
reasons were mentioned more often than others. We first discuss 
the most frequently mentioned reasons and then proceed to those 
mentioned less often.

3.3.1  |  Not wanting to be a burden to the support 
giver (and jeopardise their relationship)

Ten couples (1, 2, 5, 7, 10, 11, 13, 17, 18 and 19) described not want-
ing to be a burden on the people close to them. Among them were 
couples who felt they might turn to some family members such as 
brothers and sisters but not to their adult children, friends and more 
distant family. One couple explained:

I did not want to bother the children too much with 
that. The same with friends who always offered: ‘if 

you need help, give me a call’. But it's easier to ask 
your family. (couple 1)

A common reason for not wanting to trouble one's adult children 
was that they had busy jobs or families of their own. A man with a 
non- traumatic ischemic stroke replied, ‘They have taxing jobs… you don't 
want to do that.’ (couple 13).

Two other couples recounted

Our adult children do their best to help and support 
us, but they have their own family to take care of 
too… (couple 1).

As far as I am concerned: children must remain in their 
role as your children… I prefer the support of other 
adults… (couple 19).

The feeling of being a burden to others took on various forms, 
leading to many reasons and explanations for why it would be difficult 
to ask for and accept help. Couples felt hesitant to ask because some 
people lived too far away or help was needed so often that it would 
become uncomfortable to accept without feeling like they were bur-
dening the helper. Sometimes members of the social network were 
deemed too old to ask for support. As this caregiver indicates: ‘Our 
inner circle… They are almost all above 80 years!’ (couple 18).

Another reason for not wanting to ask for more help was that 
couples were afraid doing so would jeopardise their relationships. 
One- sided dependency might alter a friendship into something alto-
gether different. Occasional help may be integral to many relation-
ships (especially if it can be provided on a give- and- take basis), but 
once help was needed more often, the fear of being a burden on oth-
ers increased. For structural help, people preferred to approach paid 
household help or a professional organisation such as home care.

Caregiver: Suddenly, my neighbour was cleaning my 
windows because she saw I did not get to it… But 
there comes a time when you think ‘People don't 
mind helping out for a short period but…’…So then I 
hired a housekeeper for three hours a week. (couple 
17).

A woman (49) with an incomplete non- traumatic SCI explained she 
would rather keep some distance from family members:

TA B L E  3  Response patterns of the couples (N = 19)

Response pattern N Explanation Couple

Not reluctant to ask for support 4 We easily ask for (more) support; have a good 
social network and can manage on our own

3, 6, 12, 14

Reluctant to ask for (more) support 13 We do not want to ask (more) support although 
we have a good social network

1, 2, 4, 5, 7, 10, 11, 13, 15, 16, 17, 18, 19

2 We do not want to ask (more) support, because 
we have a weak social network

8, 9
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It becomes very personal with family… well, I do not 
know… it might feel better if the person were an out-
sider… (couple 5).

Another disadvantage of involving the social network was that 
it was difficult to plan. When one couple was asked if they would 
ask their immediate family to help them on a structural basis, they 
answered:

Patient: No, I would not ask my friend, my brother, not every week. 

Caregiver: While with home care, that is planned. Then you do not 
have to call for help anymore. They come every week, have a 
fixed schedule, with which you can be satisfied. (couple 5).

People also felt hesitant to express their wishes and preferences 
on how to receive support from their social network. They did not feel 
this hesitation towards a professional organisation because when help 
was paid for the care receiver could decide exactly what and how much 
help would be received. One caregiver explained: ‘….and now I have 
a cleaning lady. I pay her, which makes me also able to decide what I 
want’ (couple 11).

3.3.2  |  Not accustomed to asking for support

Seven couples (4, 5, 7, 11, 15, 18 and 19) indicated that they were 
not accustomed to asking for help, for instance, because they had 
never been in a vulnerable position before; in other words, they lived 
independently until the accident or injury took place. A caregiver of a 
partner with a brain injury, replied, ‘We're gonna take care of it our-
selves first!’ (couple 11) Another couple found themselves capable 
enough and their reason for not requesting help was they had not 
done that for 60 years: ‘We have always decided for ourselves’ (cou-
ple 4). A respondent with a non- traumatic stroke explained that she 
always used to be the one whom everyone else could turn to but now 
it was the other way around. ‘I really think that is terrible’ (couple 
19). Couples preferred to solve their problems on their own and were 
adverse to asking for outside support. When asked if they would turn 
to their family or friends for help, one couple answered:

Patient: Oh, I do not do that so easily… 

Caregiver: Neither do I…. 

Patient: Only when it is absolutely necessary. If I really cannot do any-
thing anymore, then I will ask someone to help me as my last re-
sort. But as long as I can do it myself, I'll manage alone. (couple 7).

In response to the question of whether they had a support network 
they could rely on, another couple replied:

Caregiver: We have our acquaintances and we will manage on our own 
just fine.

Patient: We try to do as much as possible by ourselves. (couple 18).

Asking for support from their social network does not appear to 
fit their values and lifestyles, which are often based on independence 
and individuality. Most couples did not want to change this way of 
living.

3.3.3  |  Lack of reliability, competence, or 
comprehension

Seven couples (2, 4, 5, 7, 10, 15 and 16) consider members of 
their social network to be unreliable, incompetent or incompre-
hensive; for example, when they offer help but fail to deliver and 
seem not to understand their situation. A caregiver of a male 
partner with a non- traumatic haemorrhagic stroke described 
how some people had let her down in the past when she was 
expecting support:

There is a group that does not really want to help. 
It's complicated. They say they will come by… but are 
still acting with their former attitude towards my hus-
band… ‘He was always so good in this’….‘why is not he 
more active?’… ‘doesn't he want to do it?’ (couple 10).

Respondents recounted that some members of their social net-
work seemed to presume that they still lived their lives the way they 
did before the injury. For example, due to an ABI, one man has cog-
nitive and behavioural problems, but members of his social network 
had failed to grasp the impact of the ABI on his day- to- day life. His 
caregiver echoed this sentiment: ‘The outside world remembers my 
husband's previous behaviour’ (couple 10). Although couples under-
stand this lack of adaptation to the new situation, this provides yet 
another reason to refrain from asking for support.

Reluctant to ask for (more) support

1 Not accustomed to ask for support

2 Not wanting to be a burden to the support giver (and jeopardise their 
relationship)

3 Not wanting intrusion of privacy and independence

4 Not wanting support out of pity or curiosity

5 Lack of reliability, competence or comprehension

TA B L E  4  Reasons for not wanting 
(more) social support
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The last reason for not wanting to ask for support is assumed 
incompetence. Support tasks may not match with the support givers' 
competencies or may not be tenable due to their other obligations. A 
male respondent with an SCI observed:

One often does not have the skills or does not see 
what needs to be done… And yes, there are a lot of 
people who feel that they want to do something, but 
they actually cannot do it. And to be honest, it would 
not fit in their lives at all. (couple 4).

However, since recipients do not want to appear ungrateful, these 
feelings are rarely expressed. To avoid these situations in the future, 
receivers subsequently refrain from asking friends or acquaintances 
for assistance.

3.3.4  |  Fear of intrusion into one's privacy and 
independence

Five couples (2, 5, 13, 15 and 19) feared receiving assistance would 
allow others to intrude on their privacy and independence. Whilst 
a large active social network can provide support, it can simultane-
ously be experienced as an invasion of privacy. As this caregiver 
describes:

A lot of people are coming over for dinner [to visit 
him]… But at a certain point, I said, ‘I'm a bit done with 
that! I am always busy running to the shop, doing the 
extra cooking.’ (couple 15).

One woman with a non- traumatic stroke reported feeling her 
sense of independence had been violated. She recounted how support 
from her children came with an unwanted sense of dependency:

And I'm also very dependent on my daughter and 
sons for what they have in store for me. Recently, my 
son took me to a swimming pool because his son had 
lessons there, you know. That sort of thing. I want to 
be able to drive my car myself as soon as possible. 
(couple 19).

As the following respondents explain whilst describing their fel-
low church members, well- meant support can become intrusive and 
invasive.

This… enormous enthusiastic church. So, those peo-
ple also claim… they claim you, eh. In other words, 
when they come over, they really come over… Saying 
like, ‘But I've cooked some extra, I'll bring some food 
tonight’. And I think: ‘oops, I do not want that food 
at all’… But these are the things that you are being 
pushed into. (couple 2).

One couple reported experiencing an overload of support. For ex-
ample, when they spent the weekend with friends for Christmas, a re-
spondent with SCI recounts how she did not get an opportunity to do 
anything for others and instead was forced to remain passive:

… at one moment I thought I'd make some coffee… 
But I tell you, [my friend] was one step ahead of me 
every time. And in the end … you get the feeling that 
you are useless, you know? You actually want to do 
something, but it's important I can do it my own way. 
And when we got home, I was stiff as a board. I just 
had had too little exercise. (couple 5).

3.3.5  |  Not wanting support given out of 
pity or curiosity

Three couples (2, 11 and 18) felt that help was sometimes given for 
dubious reasons, such as curiosity or pity rather than genuine empa-
thy. One caregiver explained:

Caregiver: Yes, and sometimes you say ‘they are all curiosity seekers’. 

Patient: Yes, curiosity seekers: ‘Look at him being pathetic out there’. 
Well, that was… a disillusion. (couple 2).

Another couple told us about a very eager and curious neighbour. 
In the past, the patient could shut herself off from this neighbour, but 
now it cost her too much energy. As her caregiver explained:

There's this other neighbour you need to keep your 
distance from… She is pulling her strings. She does 
not do that on purpose, but it's just her character. 
Yes… and terribly nosy. She's a good woman really, 
but… (couple 11).

Occasional support givers can also react with too much empathy 
and show pity that is not appreciated:

Caregiver: There are a lot of people who come over saying: ‘This is so 
sad’. To which I reply, ‘It is not sad. He’s still here…’. 

Patient: Yeah, I think the sad part is pathetic. That's so stupid. (couple 18).

4  |  DISCUSSION

Our results show that the willingness of rehabilitation patients and 
their caregivers to receive social support from family members and 
friends is often limited, thus suggesting that social networks cannot 
provide an easy fix to facilitate the transition from the rehabilita-
tion facility to home (Hillebregt et al., 2018) and reintegration into 
the community (Boschen et al., 2003). We found that most couples 
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had solid reasons for not wanting to invoke more support from their 
social network despite the presence of good connections. We iden-
tified five reasons for this reluctance: (1) not wanting to be a (bigger) 
burden, (2) not accustomed asking support, (3) a lack of reliability, 
competence or comprehension, (4) fear of intrusion into one's pri-
vacy and independence and (5) fear or problematic motivations such 
as curiosity or pity.

Some of these reasons resemble barriers found in previous 
studies in adult healthcare and welfare, such as the concern over 
being a burden (Metze et al., 2015b, 2019) and shame and fear 
of rejection (de Jong & Schout, 2013a, 2013b; de Jong, Schout, 
& Abma, 2015; de Jong, Schout, Pennell, et al., 2015; de Jong 
et al., 2018; Meijer et al., 2019; Metze et al., 2015a, 2015b; Schout 
et al., 2017; Schout & de Jong, 2017). The reluctance to ask for 
(more) support confirms prior research on the principle of reci-
procity (Mauss, 2002) in public mental healthcare, general social 
welfare and elderly social welfare (Bredewold et al., 2016; de Jong, 
Schout, & Abma, 2015; de Jong, Schout, Pennell, et al., 2015; 
Malmberg- Heimonen & Johansen, 2014; Metze et al., 2015a, 
2015b). As in other contexts, couples in rehabilitation care also 
consider reciprocity as the basis for interpersonal relationships 
and fear that asking more support would disturb the fragile bal-
ance of give and take in the relationships with the members of their 
social network. A lack of reciprocity is an oft- neglected reason 
for not wanting to ask for informal help and support (Bredewold 
et al., 2016, 2020).

The couples we interviewed were constantly striving for a 
balance between their needs and (potential) help offered by fam-
ily, friends or neighbours. They were afraid to ask too much from 
others and lose their privacy and independence because of over-
bearing or sometimes even intrusive help. The ‘burden of gratitude’ 
(Galvin, 2004; Rummery & Fine, 2012) complicates this even more 
due to the implicit expectation that support from friends should be 
welcomed and gratefully appreciated. This makes it difficult to ex-
press feelings of tiredness or being overburdened by an overload of 
well- intended but sometimes also disempowering and dysfunctional 
support. Our study reveals that striking the right balance proved a 
daunting task for care receivers.

These findings on the reluctance to ask one's social network for 
care and support indicate that FGCs cannot be the quick fix for re-
integration into the community that they are sometimes assumed to 
be. Patients and their caregivers can have solid reasons for not want-
ing to ask their social network to get involved or contribute more 
than they already do.

4.1  |  Practical implications

As our results show, it is not self- evident that having a good social 
support system and being competent enough to ask for help will lead 
to the actual activation of the support network. The five identified 
reasons in our study to decline social support are implicitly present 
but often not explicitly talked about. The negative side of social 

relations has been largely ignored and has received considerably less 
attention than the positive demonstrated health outcomes related 
to having a good social network. Accordingly, Lincoln (2000) calls for 
a dual nature of social support emphasising both positive and nega-
tive interactions (Lincoln, 2000). Translated into practice, this means 
that social care professionals in both clinical and community care 
have to assess and recognise the strength of an individual's social 
network on the one hand and detect the level of reluctance people 
feel towards asking for social support on the other.

Thus, besides estimating the capability, reliability and compe-
tence of the social support network, professionals must also dis-
cuss people's help- seeking behaviour. Are there feelings of being 
a burden present? Do patients and caregivers fear a loss of pri-
vacy or independence when seeking help from friends or family? 
Supporting people in overcoming feelings of shame can be helpful 
(Schout, 2020), but only after couples have indicated that they actu-
ally want to involve others but have never learned how to do that. If, 
by contrast, people indicate that they do not want to involve those in 
their social network, this should be respected.

It is clear by now that we can refute the assumption still prev-
alent in many Western welfare states that social support centred 
interventions such as FGC are beneficial for all. Instead, FGC should 
be offered as an optional alternative to formal, paid professional 
support.

4.2  |  Conclusion

FGC is based on the presumption that people want to involve their 
social network and that their situation will improve if they do so; 
therefore, they need to be coached and coaxed into asking for sup-
port from their network. However, our study shows that this presup-
position is not always founded. Several barriers can be experienced 
preventing patients and current caregivers from requesting assis-
tance despite the presence of a strong social network. The fragile 
reciprocity balance between patient/caregiver and their network 
seems one major influencing factor in giving and receiving social 
support and community reintegration. These findings should lead to 
a tailor- made approach from healthcare professionals who need to 
be aware of both the positive and the negative aspects that come 
with receiving care.

4.3  |  Limitations

This study draws on a rather low response rate of 36.4%, as only 
20 out of 55 PWDs and their caregivers agreed to be interviewed. 
One explanation could be that all approached couples were still in 
the rather demanding recovery phase of adapting to the disability in 
their home environment. Given those circumstances, we were still 
relatively satisfied with the response rate.

Second, the 55 respondents were purposively selected based 
on predetermined criteria. Although the non- response group (35) 
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matched the response group (20) in terms of demographic data, 
the sample size of 55 respondents is insufficient to adequately re-
flect the whole population. This is especially relevant with regard 
to the self- efficacy of PWDs and caregivers. The larger project that 
this study is part of was aimed at PWDs and caregivers with low 
self- efficacy. Previous research suggests that people with high self- 
efficacy experience less caregiver strain (Kruithof et al., 2016; Van 
den Heuvel et al., 2001) and therefore have little reason to request 
support from their network. Hence, people with high self- efficacy 
might be even less inclined to activate network support. It might be 
worthwhile to compare both low-  and high- efficacy groups in future 
research to determine whether this expectation is well- founded.

Third, we interviewed the PWD/caregiver couples together. 
Although this was a deliberate choice as this provided us insights 
into the interactions and dynamics between PWDs and caregivers, it 
may have restricted some individuals from speaking freely.

Last, the research took place within the context of the rehabil-
itation treatment setting in the Netherlands. Thus, translating our 
findings to a different setting in other countries would require cau-
tion. However, we think that the content outlined in this study is 
not typical for just the Dutch population but may also apply in other 
Western countries as these have similar healthcare systems and a 
similar trend toward involving the social network. Further research 
would be needed to verify this supposition.
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