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ABSTRACT
Community housing services adopt care models such as

rehabilitation, recovery-oriented care and person-centered
planning to improve the quality of life of service users with
an intellectual or psychiatric disability. However, the way
these care models are implemented and practiced can neg-
atively impact service users’ experience with the service as
their complex needs go unmet. In this paper, we concep-
tualize these experiences through developing the counter-
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narrative of burdens of support. For this we draw on burden
of treatment theory. We conducted ethnographic fieldwork
in @ community service organization in the Netherlands. This
included participant observation (84 h), interviews with ser-
vice users (n=20), experts-by-experience (n=8), family mem-
bers (n=10) and photovoice workshops. Our analysis
identifies four burdens of support: burden of
self-determination; re-identification; responsibilisation and
re-placement. The results show that burden of support is
very much a relational concept: through their support, pro-
fessionals can aggravate or alleviate burden.

Points of interest

+  People with intellectual or psychiatric disabilities often receive support
with living in the community. Good support fits people’s needs (e.g.
person-centered planning), builds on people’s strengths and contrib-
utes to recovery and community participation.

«  Even when support is practiced or organized with such aims, service
users can have negative experiences. In this research we call this:
‘burden of support’

«  Examples of burden of support identified include:
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«  Clients’ needs and wishes are sometimes not sufficiently attended too
when working with a personal care plan.

«  Too much responsibility is sometimes shifted to clients, which results
in feelings of failing or abandonment.

+  The focus on strengths and recovery sometimes leaves too little room
for clients to voice support needs.

+ Having to move to a different home or neighborhood as part of
becoming more independent can result in many difficulties including
loneliness.

+ The research recommended that those who improve services should
also alleviate these burdens.

Introduction

Social care professionals in community housing services support service
users in activities of daily living. This includes supporting them in devel-
oping a daily structure and manage a household, personal hygiene, finances,
and vocation activities. This can be organized in various types of housing
situations ranging from group homes to supported independent living (de
Heer-Wunderink et al. 2012). As a result of community housing services
adopting care models such as rehabilitation, recovery-oriented care and
person-centered care planning, the focus of this support is changing (Claes
et al. 2010; Farkas and Anthony 2010; Macpherson, Shepherd, and Thyarappa
2012). Examples of changing support practices include enhancing service
users’ self-determination through engaging service users in decisions on
daily life and the development of care plans (Di Maggio et al. 2020; Moran
et al. 2017; Lachapelle et al. 2005), personal recovery through developing
a self-identity free of self-stigma and developing a meaningful life (Leamy
et al. 2011; Salzmann-Erikson 2013), fostering an independent lifestyle, by
developing skills for daily living (Back-Pettersson, Sandersson, and
Hermansson 2014; Garcia Iriarte et al. 2016) and community participation
through vocation and leisure related activities and developing valued social
roles (Farone 2006; Millner et al. 2019; Race, Boxall, and Carson 2005; Webber
et al. 2015).

In addition to improving service users’ empowerment and quality of life
(Cui et al. 2019; de Heer-Wunderink et al. 2012), the changes in professional
support also have negative consequences for service users. Service users
can experience burdens from the responsibilities and tasks that are shifted
to them as part of these care models. For instance, moving to more inde-
pendent living facilities poses burdens related to feeling lonely and devel-
oping belonging in a new community (McConkey et al. 2019; Strnadova,
Johnson, and Walmsley 2018; Watson, Fossey, and Harvey 2019). These neg-
ative consequences often do not get (enough) attention in policy documents
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on the national and organizational level, which form the background to
professional work (Davies and Gray 2015; Karpetis 2020; Khoury and Rodriguez
del Barrio 2015). Here the least impaired people are often used in the imag-
ery to stand for all the others. As a result, the complex needs of many
become underemphasized (Burton and Kagan 2006).

This paper aims to construct a framework of burdens of support in com-
munity housing services as a counter narrative (McKenzie-Mohr and Lafrance
2017; Bamberg and Wipff 2020) to the ‘hurray terms’ in which care models
such as rehabilitation, recovery-oriented care and person-centered planning
are often described in policy documents. A framework of burdens of support
highlights some of the complexities of service users’ needs and experiences
with receiving support. This creates a ground for service users, and those
who wish to advocate for them, to explicate such needs and have them
taken up in quality improvement efforts. Moreover, such a framework could
support professionals, managers and policy makers in providing good care
by recognizing the needs of service users and taking responsibility for meet-
ing these needs in a competent manner (Tronto 1993). Taking this focus of
burden of support directs attention to the negative experiences of services
users over their possibly numerous positive experiences with person-centered
planning, rehabilitation and recovery-oriented approaches to support.
Zooming in on these negative experiences is important as it potentially
generates important lessons for improving services which adopted such care
models. This way service models such as recovery-oriented care, can be
practiced in ways that better meet their aim of empowering service users
and improving their quality of life. This study thus does not aim to provide
an overall assessment of current care practices, rather it aims at opening up
reflection on improving quality of care by providing the framework of ‘burden
of support, for which we build on burden of treatment theory (May et al.
2014; Sav et al. 2013; Sav et al. 2015).

Burden of support

Burden of treatment theory argues that the work, such as lifestyle changes
and taking medication accompanying treatment, can put burdens on patients
which impact their daily lives in a negative way. Burden is conceptualized
as both the work and the negative impact of this work. This includes treat-
ment and self-management related work, such as self-measuring blood sugar
levels in case of people with diabetes, which has impact on daily life (Tran
et al. 2015; Llorca et al. 2017). Moreover, treatment burden includes emo-
tional impact, such as feeling overwhelmed and hopeless from treatment
and self-management related demands (Nordfonn et al. 2019). Burden of
treatment lastly includes biographical impact. Patients not only have to come
to terms with their illness identity, their sense of self and how others view
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them is further impacted by the work related to treatment and
self-management (Demain et al. 2015). For instance, adhering to dietary
treatment regimens can impact how patients see themselves in relation to
enjoying food. Literature on burden of treatment points to the quality of
the professional patient relationship as important in limiting or enhancing
burden (Ehrlich et al. 2018; Eton et al. 2017). Moreover, aspects of organi-
zation of the healthcare system such as poor care coordination can also
contribute to the burdens service users experience (Ridgeway et al. 2014).
In this paper we take burden of treatment theory as an inspiration to
develop a framework of burden of support in community housing services.
Our analysis of burden of support is sensitized by the different aspects
mentioned above: 1) the type of work service users engage in as part of
receiving support in community housing services, 2) the impact of this work
on daily life and the emotional and biographical impact of these tasks and
responsibilities and 3) the role of professionals and organization of services.
The latter may be specifically prudent as in community housing services, a
service user’s home is often part of the care organization and professionals
play a significant role in the daily lives of service users (Linz and Sturm
2016; Shipton and Lashewicz 2017). We develop this framework through
ethnographic fieldwork in a community housing service providing supported
housing and supported independent living to people with an intellectual
disability (ID) or with severe mental illness (SMI). We do so by answering
the questions: ‘what burdens of support are experienced by service users
receiving support for daily living in community housing services and how
can this support be delivered and organized to minimize these burdens?

Method
Setting

This ethnographic study took place in a large community service organization
in the Netherlands which supports people with ID or SMI. The selected
organization was a good case to study the consequences of the changes in
support we are interested in, as empowerment related values such as
strengthening an independent lifestyle, self-determination, developing a
positive identity and community participation are inscribed in the organi-
zations’ mission statement, policies, and practices.

Two care teams in a community housing service participated, one pro-
viding support to people with SMI (care team 1) and one providing support
to people with ID (care team 2). Both teams consisted of social care profes-
sionals and a peer support worker (expert-by-experience). The teams provide
support in three types of housing arrangements: a supervised group home
with shared facilities and an office for professionals; single apartments in a
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building with only service users, with each their own facilities and the pro-
fessionals’ office nearby and houses where service users live independently.
Housing is organized as a stepped process where service users are moved
from one setting into more independent settings. Each service user has a
personal care plan with goals for care negotiated when services commence
and evaluated each year. Goals include being able to keep up personal
hygiene and a household, develop a vocation, organize finances etc.
Professionals support service users in these goals through supportive con-
versations, teaching skills, giving practical assistance, and connecting service
users to other services.

Recruitment of teams and respondents

We conducted our study in two teams. This was a purposeful sample in
which teams were selected to include diversity in terms of housing arrange-
ments and in terms of service user population. Excluded were teams spe-
cializing in specific groups of service users, for instance with previous
homelessness or addiction.

All 36 respondents for the interviews were recruited using convenience
sampling. In the second team, all twenty service users with ID or autism
were invited to participate in an interview. In order to increase willingness
to participate the interviewer acquainted service users first during daily
informal coffee moments. Twelve service users agreed to an interview and
eight declined. Reasons stated were not liking to talk to ‘strangers’ In the
first team recruiting service users with SMI for an interview proved demand-
ing. The team had decided it would violate service users’ privacy and diminish
their care relationship if the researcher would approach service users directly.
Therefore, professionals first asked service users if the researcher could con-
tact them for an interview or if they researcher should tag along during a
care meeting to make acquaintance first. Four service users were included
through this recruitment strategy. Many service users however declined.
Professionals stated that with some of their service users even posing the
qguestion had negatively affected their fragile care relationship, which made
them reluctant in approaching more service users. As a second strategy for
recruitment the researcher visited the weekly coffee meetings, acquainting
the attending service users. Four of the regular attendees agreed to be
interviewed. Three declined for reasons related to trust or being too busy
with settling down after recently having moved. As these two recruitment
strategies may have led to selection bias, selecting only those service users
who were more social or less inflicted by symptoms to participate in the
research, additional interviews were held with experts-by-experience. These
worked as peer-support workers in teams providing supported housing or
supported independent living for both teams caring for service users with
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ID and SMI and could share care practices they had witnessed. This way
experiences of service users for whom the interview was not accessible was
included as they were shared and reflected on by the experts-by-experience.
Family-members were interviewed as these can serve as proxies for service
users and highlight burdens not identified by them. All included service
users were asked permission to contact their relatives. Through this strategy
seven family members were included. In order to enrich this data three
family-support-workers were interviewed who provide support to family
carers and have their own relative using the service.

Interviews

In depth interviews provided insight into service users’ negative experiences
with support including promoting self-determination, personal recovery,
fostering an independent lifestyle and community participation which pro-
vided the building blocks construction of the counter narrative of burden
of support framework (McKenzie-Mohr and Lafrance 2017). In total 36 inter-
views were conducted, with service users with SMI part of care team one
(n=38), their family members (n=4), service users with ID part of care team
two (n=12), their family members (n-=3), peer support workers (n=8) and
family support workers (n=3), working in several teams.

The topic list for interviews with service users, started with the very open
question which allowed service users to talk in potentially transgressive ways
and counter narratives to emerge (McKenzie-Mohr and Lafrance 2017): ‘What
do you find important in the care relationships you are involved in within
community services?. Which was followed by open questioning prompting
for narrative exploration of both situations in which this was experienced
positively and negatively. Moreover, when self-determination, personal recov-
ery, an independent lifestyle or community participation were not named
spontaneously, these were prompted by the researcher after spending elab-
orate time exploring the situations brought up by the interviewees. This
delivered many narratives about how respondents experience community
housing services and provided rich data for exploring burden of support.
Interviews were audio recorded and transcribed verbatim. Interviews lasted
between 25min and 90 min. Five service users did not want to record their
interview, reasons included feeling pressure to express themselves ‘the right
way’ or their hallucinated voices did not allow them to be recorded. In these
cases, extensive notes were taken during the interview which were elaborated
on shortly after. Interviews with experts by experience followed the same
structure, eliciting situations involving service users of the teams where they
worked as peer support workers and their reflections of the care experiences
of service users in those situations. Interviews with family members and
family support members also followed the same structure and focused both
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on their own experiences as on their perspectives of how service users
experience the support.

Photovoice

In order to gain a more in-depth understanding of the experiences with
receiving support in community housing services we conducted a photovoice
workshop in both teams. Photovoice offers additional means for exploring
these experiences as it facilitates service users to share their experiences in
a non-verbal way and in their own time (Golden 2020; Drew and Guillemin
2014). A total of six service users with ID participated in team two and one
service user with SMI participated in team one. First a meeting was organized
to acquaint participants with the digital camera and the assignment which
was to take pictures of what participants like and don't like about living
where they live in the coming two weeks. After this period an open interview
was conducted in which all photos taken by the respondent were discussed
in terms of content and relationship with the research question (Drew and
Guillemin 2014). The researcher made notes of these conversations which
were elaborated on shortly after.

Participant observation

Interviews and the photovoice workshop provided means for elicitation of
narratives that served as building blocks for the counter narrative of burden
of support. Additionally, participant observations allowed for observing ‘small
stories’ that are told in daily interactions in community housing services
(Bamberg and Wipff 2020). Secondly, participant observation allows the
researcher to have informal conversations with service users and informal
carers, which are more accessible ways for service users to express themselves
compared to formal interviews. Lastly, the focus on narrative, privileges
spoken word as unit for analysis. This ignores service users’ experiences that
aren't voiced. Service users however also enact their appreciations; through
their actions they show their likes and dislikes about certain care practices
which can be captured through participant observation (Pols 2005). Participant
observations took place over six months, three months in each team, 12
visits totaling 19h for the first team and 12 visits totaling 65h for the sec-
ond. Extensive field notes were made shortly after each observation. The
difference of hours spent in each team and type of situations observed
reflects a difference in the way care is organized in these two teams. The
first team organized care in an individualized way. They had no frequently
used communal spaces where the researcher could just ‘hang out) establish
rapport with service users and observe care practices. Instead, the researcher
had to accompany professionals when they provided care, which meant
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service users had to agree with the researcher’s presence before rapport
could be established. Service users often declined which resulted in limited
opportunity for participant observation. This was strikingly different in the
second team where the researcher had plenty of chances to meet service
users informally and observe care moments in the communal day rooms,
during many coffee moments and at communal meals. This challenge for
data collection through participant observation in team 1 was partly resolved
by interviewing peer support workers (experts-by-experience). As these peo-
ple worked in different teams, they could elaborate on situations they had
witnessed and reflect on service users’ negative experiences, serving some-
what like co-ethnographists in situations that did not cater for the research-
er's presence.

Data analysis

The data - transcripts from the interviews, notes from participant observations
and notes from the interviews which were part of the photovoice workshop
- was analyzed thematically by the first author. Our approach to thematic
analysis was reflexive, guided by our research question and the theoretical
concepts derived from burden of treatment theory (Braun and Clarke 2019).
First all data was coded inductively, aligned with our reflexive approach to
thematic analysis. This was guided by our research question therefor focusing
on negative experiences with receiving services as related to those services.
Secondly, the data was coded guided by central concepts in Burden of
Treatment Theory: ‘work related to receiving support; ‘emotional impact’;
‘biographical impact’; ‘provider capacity’ in combination with the aims of com-
munity housing services: ‘self-determination’; ‘living an independent lifestyle’;
‘personal recovery’ and ‘community participation. Themes describing different
types of burden of support were developed from these inductive codes and
theory-informed codes through a reflexive process of grouping, merging and
splitting codes (Boeije 2002). Coding was done using Atlas-ti software.

Ethical issues

The ethical board of Erasmus Medical Centre judged the study as not in
need of ethical approval under Dutch law (MEC-2017-122). Written consent
was obtained using accessible information and consent forms. Emphasis was
laid on voluntariness, possibility for withdrawal, purposes of data collection
and pseudonymization (Frankena et al. 2015). To minimize impact and harm
we recruited clients in close collaboration with support staff. We planned
interviews at the location and time of the client’s convenience. During inter-
views or informal conversation, we attended to signals of clients regarding
negative emotions or fatigue and responded by aborting, re-scheduling or
providing counseling (Digby, Lee, and Williams 2016).
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Results

Four burdens of support in community housing services were identified.
These are re-identification, self-determination, responsibilisation and replace-
ment. These burdens will be described in this section as will the ways
professionals can decrease or worsen them. These burdens were experienced
both by people with SMI and people with ID.

Burden of self-determination

The first burden of support is the burden of self-determination. The enhance-
ment of self-determination is an important focus of person-centered care
planning (PCP). In PCP, service users are supported to formulate goals that
are consolidated in care plans and evaluated periodically. This requires work
from service users such as reflecting and vocalizing one’s aims in life, support
needs and progress. Negotiating with professionals is also part of this as
professionals have their own take on what is desirable and feasible. This
work can have a large emotional impact on service users, such as mourning
over losses and lack of progress or feeling proud of oneself when goals have
been attained.

You fill it in for all kinds of life areas. Each time it is a confrontation with everything
you don’t have, you are not able to do (SMI_C_1).

Respondents reflect that professionals can decrease the burden of
self-determination when they collaborate with service users in formulating
goals and describe them in service users’ everyday language. However, the
way professionals structure discussions on PCP can aggravate the burden
of self-determination when professionals interfere too much. For instance,
by proposing goals related to independent living that are not service users
own or labeling the service user’s needs unrealistic instead of further explor-
ing these together. One example is described by an expert-by-experience
of a service user who declares he wants to become an astronaut, which was
dismissed by the professional instead of exploring further the service user’s
interest in this topic. The organizational context can further aggravate the
burden of self-determination when professionals must finalize a care plan
early in the care process in order to account to funders. As a result, profes-
sionals aim to consolidate goals for care to be accountable instead of sup-
porting and encouraging the service user to develop an understanding of
their desires in life.

Professionals often think in terms of those goals: ‘That service user needs to shower
that day, so we should remind him’ So, every day that service users get some pro-
fessional telling him: ‘did you shower yet?’. Of course, this could be important, but
often this is not the goal of the service user. Or it is not his goal to shower every
day but less frequent. Maybe that particular day something completely different
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is on the service users’ mind, he wants to talk about. But every day he only gets
‘did you shower already?’ | see it in a lot of places where | work. | think a service
user wants to be heard, to be understood. And that can become a very frustrating
situation because the service user becomes oppositional as he only hears he must
do things but is not being listened to (E_2).

As is illustrated in the quote above, the PCP further aggravates the burden
of self-determination when the care plan limits self-determination in daily life.
Experts-by-experience report that in some teams the care plan is quite rigidly
translated into a daily agenda, structuring the daily work of professionals.
Here a goal has become a task that a professional must accomplish during
a shift. Service users may react to this by becoming resistant as they are told
they must do something as it is scheduled for today (e.g. shower, or tidy-up
the room) instead of engaging in conversation about what is on service users’
mind. Contrarily, respondents describe situations in which professionals follow
service users stated needs instead of the goals in the care plan. A family
support worker discussed a case where a professional had an appointment
with a service user with ID to help her study for her moped driver’s license
while the service users expressed, she would rather watch T.V. The professional
stated he let the service user be as this is what self-determination entails.
Experts-by-experience describe instances such as these in which they feel that
the professional has not taken the right effort or communication capacities
into motivating the service user, which they regard as neglect. Motivating,
according to these experts-by-experience, involves developing an understand-
ing of what matters to the service user and stimulate reflection on their
choices. Such practices would alleviate the burden of self-determination.

Burden of re-identification

The second burden we identify is the burden of re-identification, which is
related to personal recovery. Recovery oriented care includes developing a
positive self-identity free from self-stigma, integrating vulnerabilities and
capacities. The related identity work described by service users includes
self-reflection on the positive parts of one’s personality, a positive re-labeling
of being different from the mainstream and developing a new narrative
about oneself that provides a basis for self-direction and communication to
others. This work obviously has biographical impacts as identity work is at
its core. Emotional impacts reported by service users include a process of
mourning as one comes to terms with the losses related to living with a
disability and simultaneously positive emotional impacts such as feeling
proud of oneself. The work of personal recovery is at stake for people with
ID, however it fits more with support for people with SMI.

| try to develop a more positive view of myself or accept more that all these
things are a part of who | am. It is a very complex process of mourning (SMI_C_1).
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Experts-by-experience and service users state that professionals can sup-
port personal recovery work and alleviate its burden by being attentive to
the positive aspects of people’s personality and their capabilities to support
themselves rather than aggravating self-stigma by viewing people through
the lens of their diagnosis. Professionals further support the work of personal
recovery by organizing opportunities in which people can develop their
talents and positive roles (e.g. brother, friend, employee, etc.). However, as
some respondents narrate, a sole focus on these positive aspects of identity
can also aggravate the burden of re-identification. For instance, when pro-
fessionals are not being honest in their positive appraisal, service users feel
that they are not taken seriously.

A fellow patient had put on make-up in a terrible way, her eyes were so blue,
and lipstick going way past her mouth. A professional said to her: ‘Oh you really
made a pretty face!’ and | thought to myself: ‘I will never trust you again, you are
lying’ (E_3).

Similarly, when professionals attempt to surpass self-stigma by not using
diagnostic related information in their contact with service users, this can
leave service users feeling misunderstood, as is apparent in the next quote.

In the beginning, | said to them: ‘Maybe you should find some info about how to
deal with my symptoms.. But they said: ‘No, we want to get to know you like a
person’ But then you don't really understand what | need. It is rather important
you know about my diagnosis when you support me. People who | just happen
to know, like my friends or teachers or classmates, they can get to know me as
a person. But as a professional, you need to go a bit deeper. On the one hand,
| don't want to be dependent on my diagnoses, but | don't have them for no
reason either (SMI_C_2).

Lastly, professionals and care organizations can unintentionally give the
message that service users who are able to live independently are ‘better’
people compared to people with support needs. This may lead service users
to adapt their self-understanding to this image and not be true to their own
needs. The next example comes from participatory observation. It involves
a man with an intellectual disability who is living in a group home with the
same two people for over 10years whom he refers to as his friends. They
spend their evenings together, they watch tv and enjoy following the soccer
league. They cook in turns which he enjoys as he is often tired after working
all day at his sheltered job. An apartment for independent living will soon
become available and he has expressed to the professionals in the team he
would like to move there. When | speak to his sister-in-law, she tells me
that when he lived alone before he moved here, he was quite lonely and
had little energy to keep his household, cook or have social contact after
work. She told me a couple of anecdotes for which the storyline is the same:
he pretends he is better than he is as he doesn’t want people to look down
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upon him. She tells me she thinks he only wants to move as living inde-
pendently means he will be seen as a better person, as this image of the
independent service users is often portrayed as desirable. This | witnessed
myself as well. For instance, in the kitchen of the group home a large poster
is displayed which is part of a campaign by the community housing service.
The poster shows a large photograph of a smiling service user covered by
a large quote stating: ‘doing things independently is wonderful’ This example
illustrates how the empowerment rhetoric of the service organization can
also aggravate the burden of re-identification. Alleviating the burden of
re-identification thus requires professionals to be both attentive to service
users’ strengths and to their vulnerabilities and related support needs.
Moreover, it is important professionals support service users in developing
such an integrated understanding of themselves.

Burden of responsibilisation

The third burden we identified is the burden or responsibilisation which is
related to developing an independent lifestyle in community housing ser-
vices. For service users, this involves a large array of work, which includes
housekeeping, personal hygiene care, cooking, grocery shopping, budgeting,
administration, developing social contacts, daily structure and vocation.
Moreover, service users have to work on developing and maintaining a good
relationship with professionals and organizing support from other organiza-
tions, peers or family members. Becoming more responsible for managing
daily life has positive biographical impacts as this contributes to the service
user’s self-esteem. However, when the expectations professionals have of
service users are set too high, service users report feeling overwhelmed and
experience feelings of failure and abandonment. The next quote illustrates
this feeling.

| can't, like a normal person, do my school and cook every day. | also have to
do dishes, and laundry and a lot of other things. And at the same time, | have
to keep my head together. | would have liked someone who comes here and
does the dishes together with me. Not for me, but together so | can also talk
a bit about what is going on which helps me to keep sane. [...] The other day,
my support worker really insisted that | make a phone call to the social benefit
organization on my own. And | told her | hadn't slept from having nightmares, but
she insisted. And it totally didn’t work which gave me extra stress and diminished
my self-confidence (SMI_C_2).

The burden of responsibilisation is not only related to the way profes-
sionals provide support; burden may also arise from the material aspects of
an independent living facility. One service user with ID for instance showed
photo’s he made of his garden as part of the photovoice workshop. His
garden was covered in weeds standing over one meter tall. He explained
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that keeping both his household and his garden in his new home was too
much for him and gave him much stress, also as the neighbor had com-
plained about the state of the garden.

Respondents reflect that professionals support the work of living an inde-
pendent lifestyle by providing space for service users to experiment with
doing things their own way and making mistakes and focusing on successes,
not judging service users when they fail and complementing them when
they succeed. However, when professionals give too limited acknowledge-
ment of service users’ vulnerabilities, professionals worsen the burden of
responsibilisation. When the steps in which support is withdrawn are be too
big service users report experiencing stress from being left to do things
alone. In these instances, making mistakes is a demoralizing experience, not
a learning one. Further adding to this burden, experts-by-experience narrate
that professionals sometimes interpret service users being unable to do the
work as being unmotivated and react by offering even less support.

A service user gets 10euro every day and then some professionals thought, because
of fostering an independent lifestyle, | will give him his bank card. How he wants
to spend his cash is his decision. And that service user went and emptied his
entire account, and the next day he is without money and without cigarettes and
he becomes aggressive. Doing that without taking small steps is simply asking too
much of service users. You could also start building it up slowly, first giving the
money for two days, then three etc. Build it up slowly to something he can trust
himself with (E_5).

Developing an independent lifestyle often entails having less professional
contact and more contact with the wider community. The burden of respon-
sibilisation is increased when professionals do not realistically address the
limits of inclusiveness in the community and overemphasize the service
user’s role in developing an independent lifestyle. For instance, an expert
by experience addressed there are few paid jobs outside of care organiza-
tions where special needs and limited work experience are taken into
account. Vocation trajectories offered to service users thus often did not
result in employment, instead service users followed one trajectory after
another while this problem remained unaddressed. When societal barriers
are not realistically addressed, this resposibilises service users when goals
are not attained and aggravates the burden of responsibilisation. Alleviating
the burden of responsibilisation thus requires professionals to reflect on
what type of support is still needed and how this can be arranged to enable
service users to live in the community.

Burden of replacement

The final burden we identify is the burden of replacement. As care organi-
zations follow policies of deinstitutionalization, service users are expected
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to move to more independent housing facilities. This not only responsibilises
them as discussed in the previous theme, it also creates specific burdens
related to the work of moving and familiarizing yourself in a new environ-
ment and develop social contacts as peer contact is less readily available.
The emotional impact and impact on daily life are very much interwoven
with the housing facility and are therefore considered part of this burden.

After so much time you have to move somewhere else to social housing. Chances
are you have to move out of the neighborhood as well. And then you lose your
sense of familiarity, people you know, surroundings and people often already feel
down (E_7).

The different housing situations provide different burdens for service users.
Living in a group home poses burdens such as only having a bedroom as
a private space to seclude yourself or to have guests over. Burdens arise
from having to live together with others such as people with different
hygienic norms or different capabilities when it comes to chores, dealing
with aggression or theft by peers. Lastly burdens arise as there is less space
for self-determination. For instance, due to having to abide by house rules
such as set dinner times. These burdens are alleviated when moving into a
home with private facilities. Service users report positive impacts on daily
life such as having a larger space, more privacy, having more self-determination
and having more opportunities for learning skills related to maintaining a
household. However, respondents also describe the negative emotional
impacts of living independently. Loneliness increases as the easily available
peer contact in the group home ceases and service users have difficulties
getting to know others in the neighborhood and experience stigma.

Only, being alone... | often found it too loud in the group home. But | also often
like to have a chat with people. Here in your own home, you don’t have that. Your
neighbors are normal people so to speak. You want to act normal to those people.
You have to be on your toes. When | go to [name community housing services],
| feel comfortable, there people know what | am like (ID_C_1).

Other emotional impacts include moving out of a house and neighbor-
hood service users feel at home and feeling unfamiliar in new surroundings.
The burden of replacement is worsened when moving to a more independent
housing situation is part of organizational policy and is not so much the
service user’s own decision or when service users have limited choice on
what neighborhood they move into. Respondents reflected that professionals
aggravate this burden when they do not acknowledge the difficulties regard-
ing re-placement and offer limited support in developing social contact or
in joining leisure activities.

The professionals try things, like sending people to a community house. | think a
support worker should really know the neighborhood well and have close contact
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with the community center and go there with service users together. You can say
to a service user: ‘go visit the community center, but they might find it already
very difficult to go and talk to someone. So, they stay indoors, get lonely, do not
build a network nor develop competencies for building one (E_7).

Another aspect of the burden of replacement is the increased risk of
abuse service users face when living independently in the community. Abuse
reported or encountered during the participant observation includes being
seduced to sell belongings for little money, having people taking advantage
of the service user’s house as a social meeting space, being seduced into
criminal activities such as lending the bank account for money laundering
purposes and lending the house to grow marijuana. As housing is scarce
service users are often moved into low SES-neighborhoods which increases
the burden of replacement. This burden is also increased as living in a more
independent home diminishes contact between service users and profes-
sionals. Experts-by-experience describe living independently as a challenge
for care professionals to develop a care relationship as there are less informal
moments of interaction, and service users can decide to keep the door shut
at their scheduled meetings with professionals. Professionals can alleviate
this burden by putting in the extra effort to maintain or develop the rela-
tionship so signs of deterioration of a service user’s (mental) health or signs
of being abused by others do not remain unnoticed. Alleviating the burden
of replacement furthermore requires professionals to recognize relocation
as a significant life event for service users, which comes with specific sup-
port needs.

Discussion

This study developed a framework of four burdens of support which con-
ceptualizes negative experiences of service users in community housing
services aimed at fostering self-determination, personal recovery, an inde-
pendent lifestyle and community participation. Previous studies have iden-
tified similar negative experiences in community housing services, which
supports the relevance of our findings for an international audience (Fisher
et al. 2016; Fullana, Pallisera, and Diaz-Garolera 2019; Hassan 2017; Krotofil,
McPherson, and Killaspy 2018; Wilken et al. 2018). However, the negative
experiences identified in these studies were never put together in a com-
prehensive framework of burdens of support.

The care models of recovery-oriented care, rehabilitation and person-centered
planning take shape in the context of policy trends towards personalization
and independence. These are reactions to an institutionalized and paternalistic
way of providing care for people with ID and SMI. By delineating the
counter-narrative of burden of support, we do not in any way want to argue
for going back to more institutionalized ways of providing care. However, we
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do argue that care models aimed at empowering service users are sometimes
framed in ways that do no justice to the complexity of service users’ needs
and the complexity of professional practice in providing support in community
housing service. Improving quality of care then demands critical reflection
on how these models are implemented and practiced. Our counter narrative
of burdens of support provides a starting point for critical reflection on
improving quality of care on four domains: service user involvement, profes-
sional conduct, the organization of care and the place of care.

First, related to service user self-determination our study shows how
merely taking into account service users’ stated needs does not suffice. Our
study illustrates how service users expressed needs can be distorted by the
image of the empowered service users. This is an addition to previous studies
which highlight the impact of the stigmatized identity (Bjornsdottir,
Stefansdéttir, and Stefansdéttir 2015; Dorozenko, Roberts, and Bishop 2015;
Krotofil, McPherson, and Killaspy 2018; Tew et al. 2012). Providing good care
thus requires professionals to engage in a relationship with service users
through which service users can gain a sense of self and service users’ needs
can become known and taken into account (Ljungberg, Denhov, and Topor
2015; Ljungberg, Denhov, and Topor 2016), while mitigating both the impact
of images on stigmatized and empowered service users in order to attend
to their complex needs.

Our paper furthermore shows that when professionals foster service users
autonomy in a liberal-individualistic instead of a more relational way, service
users face neglect, thus enhancing burden of support (Verkerk 2001). Think
of the example of the moped driver’s license or the abandonment service
users experience when services are withdrawn in order to foster indepen-
dence. As care work in community housing services is complex, value ten-
sions between for instance fostering service users’ self-determination and
preventing harm, are bound to persist within the care relationship (Heerings
et al. 2020, 2022). Good care requires professionals to bring together different
values in care practices, carefully attend to the consequences of these prac-
tices and adjust accordingly. This has been described as a process of ‘tin-
kering’ (Mol, Moser, and Pols 2010; Heerings et al. 2022).

Third, our study shows burdens are impacted by the way care models such
as recovery-oriented care and rehabilitation are implemented through orga-
nizational procedures and routines. The example of the personal care plan for
instance shows how professional practice can be routinised in ways that no
longer contribute to the original aim of the instrument (Bromley and Powell
2012; Khoury and Rodriguez del Barrio 2015). Personalized care planning aims
at fostering self-determination of service users. However, when professionals
work to finalize the care plan early in the care process in order to be account-
able to funders instead of treating it as a living document which fosters
deliberation with service users through which they can develop lifegoals this

7
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aim is not attained. Here good care requires professionals to act as ‘rebels’ in
order to mitigate the adverse effects of these organizational procedures or
by addressing the changes required to these organizational policies (de Bree
and Stoopendaal 2020; Matscheck, Ljungberg, and Topor 2020; Wallenburg,
Weggelaar, and Bal 2019). Lastly, our identified burdens of support show the
importance of attending to the ‘places of care, both in terms of their physical
and social set-up (Brolin et al. 2018; Townley 2015; Strnadova, Johnson, and
Walmsley 2018; Ivanova, Wallenburg, and Bal 2016). The burden of re-placement
illustrates how the set-up of these places and the moving between them
creates burden for service users and enables or disables self-determination
and belonging. Good care thus requires professionals to not only act within
the care relationship but also work on developing places of belonging in the
community (Williams, Almeida, and Knyahnytska 2015).

While the strategies identified above might alleviate some of the burden
of support in individual client-professional relationships, alleviating these
burdens furthermore requires work on the team and organizational level.
First, social workers within teams need to critically reflect on the relationship
between their care practices, the organization of care and the way these
are backgrounded by care models such as recovery-oriented care (Fook and
Askeland 2006; Brookfield 2009). This should not only be a reflection-on-ac-
tion but also a forward-looking reflection in which teams also develop prac-
tices in order to minimize burdens (Keevers and Treleaven 2011; Mol, Moser,
and Pols 2010). Developing such care practices can be done collectively
incorporating not only the views of different team members, but also engag-
ing service users and others involved in support such as family members
(Heerings et al. 2022). Through co-design professionals, service users and
family members can work together in making such changes (Palmer et al.
2019; Robert 2013). In order to make sure including service users’ views
does not remain tokenistic, such co-design processes need to include spaces
where service users’ or their advocates, counter-narratives of burden of
support can be voiced and heard (McKenzie-Mohr and Lafrance 2017).

This study delivers crucial input for the (critical) reflection and co-design
needed to minimize burden of support. These insights have been translated
into a method for quality improvement in long term care (Heerings et al.).
Part of this method are short video’s where actors with a disability perform
monologues in which the burdens identified in this paper are narrated (see:
www.eur.nl/en/eshpm/research/ask-us/videos). These videos are an important
tool in creating space for service users to voice negative experiences while
and convey these experiences to professionals (Trevelyan, Crath, and Chambon
2014; Locock et al. 2014b, 2014a; Wulf-Andersen 2012). These videos are used
in several dialogue sessions to trigger reflection on burdens by both service
users, informal carers and professionals, to, deliberate about their different
views on good care and design service improvement together (Heerings et al.).
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Limitations

For developing a counter narrative of experiences of service users in com-
munity housing services it is important service users can participate in the
research and their voices are heard. This proved quite a challenge. The first
challenge was to engage service users in an interview. As care is organized
more individually with limited use of communal spaces this limits possibility
for establishing the rapport needed to engage service-users in interviews.
In this study this is reflected in the differences between the two teams in
recruitment of service users for interviews. Relatedly, our aim of developing
a counter narrative focuses on language, while for some service users
expressing themselves vocally is a challenge. These challenges were addressed
by combining interviewing with participant observation, photovoice and
engaging experts-by-experience as co-ethnographist having them describe
and reflect on care moments that do not cater for the researchers’ presence.
These methods and their combination could be further developed as a
research practice in social work when both working on narrative resistance
and doing research with service users that are more prone to be unable or
unwilling to participate in interviews (Pols 2005). This study focused on the
burdens clients experience when services are organized around care models
such as personalized care planning and recovery-oriented care. Such focus
could be critiqued for being one-sided. Our focus has however not been on
the assessment of the practices we studied. Our aim is to inform the dis-
cussion on how to provide good care by exploring the often-ignored
counter-narrative of what the drive towards independence and personaliza-
tion mean at a service level and what may be the negative unintended
outcomes for service users as services push forward towards these
well-meaning goals.

Conclusion

This study brings together negative experiences of service users in a com-
prehensive counter narrative of burden of support. This framework enables
service users and their advocates to voice aspects of care aimed at fostering
self-determination, personal recovery, independent lifestyles and community
participation that negatively impacts their well-being. Moreover, professionals,
managers and policymakers can take up the framework of burden of support
to reflect on the complexity of service users’ needs and deliver and organize
community housing services in such a way that limits burden.
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