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experiences of being displaced and feeling unacknowledged in the
vicinity of their home.

- Different organizations directed at care for young adults with Mild
Intellectual Disability can learn from the care needs that result from
this way of organizing care.

Introduction

Over the last decades care ethics has emerged as an interdisciplinary form
of ethics with an outlook that offers insights into the ‘moral good’ distinct
from more traditional strands of ethics. Care ethics is driven by social issues
and questions and takes the normative stance that the moral good can only
be found by examining what appears to be good in practices of living together
(Leget et al. 2017, 6). Rather than taking a viewpoint ‘above’ practices, and
deciding impartially about right and wrong, care ethics is focused on research
in practices and observing (‘receiving’) what people experience, find valuable,
and feel that matters (Leget et al. 2017, 7). By reflecting conceptually on the
empirical evidence, any (implicit) normativity resulting from the researched
practices of care might consequently be elicited (Leget et al. 2017, 7).

This paper takes a care ethics perspective on a major change in the social
domain policy in the Netherlands in 2015. Many forms of long-term care
were transferred from the institution to the municipalities. A municipality in
the Netherlands means a town or a district that has a local government.
The municipalities were stimulated to collaborate with professional care
organizations on a local level to provide these forms of care. However,
problems were indicated by a specific municipality in the south of the
Netherlands facilitating a home for youths and young adults with a mild
intellectual disability (MID), and responsible for their inclusion in the neigh-
borhood in which they live. Both this municipality and the Cura organization
(pseudonymized name) lacked insight into (1) the needs and wishes partic-
ularly of the young people living in the facility and (2) how institutions
could cooperate to meet these needs and improve participation in the
neighborhood. We take Joan Tronto's definition of ‘care’ as a starting point
to answer these questions. In her definition Tronto (1993, 2013) considers
care as a practice of maintaining, continuing and repairing the ‘life-sustaining
web’ in which people aim to live ‘as well as possible’ together with others
and their environment. This definition seems particularly apt to take a look
at care provisions on a local level after the policy change, and see if the
service provider and municipality indeed facilitate or form a supporting
network in which needs are adequately met.

This article is structured as follows. In the following section we briefly
sketch the core changes of the Dutch policy, specifically regarding young
adults with MID. Subsequently, the central ideas of care ethicist Joan Tronto
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are discussed. Her vision offers several entrances to gain insight into the
changed way that care is provided in the aforementioned municipality. Then
the methodology and findings of the empirical part of the study will be
reported on. Finally, in the discussion section, we will reflect on these find-
ings from a care ethical point of view in order to formulate what good care
for the participants of this research might entail, including several recom-
mendations for practice and further research.

The policy of ‘participation society’ in The Netherlands

The Netherlands saw fundamental health care system changes within the
social domain in 2015, regulating support for people with intellectual dis-
abilities (ID) living at home through a new law, called the Social Support
Act (Wet Maatschappelijke Ondersteuning). Instead of central regulation, pri-
mary responsibility for this care had now been placed with the municipality
(Kroneman et al. 2016). The new policy puts a strong emphasis on citizenship
and the personal strength of people with ID, stipulating their participation
and inclusion, which is also in line with the ratification of the UN Convention
on the Rights or Persons with Disabilities in the Netherlands (DCD, 2016).
As a result, people with ID living in ‘ordinary’ neighborhoods are expected
to be more independent and self-reliant and to participate sufficiently (based
on their capabilities) in society (Smulders et al. 2016).

However, studies show that this is certainly not self-evident for young
adults with MID. They often experience several social barriers, such as having
few friends or experiencing loneliness in their neighborhood, and conse-
guently feel no part of it (Novak et al. 2013; Verdonschot et al. 2009).
According to Overmars-Marx, Pepping, and Thomése (2018), inclusion policies
often ignore the exclusion faced by people with (M)ID in society. They may
have left the old geographical places of exclusion, but the discriminatory
context into which they move remains unchanged, and they are still regarded
as ‘other’ (Meininger 2013 in Overmars-Marx, Pepping, and Thomése 2018).
The facilitation of inclusion therefore requires not only adjustments from
people with (M)ID, but also changes within society (Overmars-Marx, Pepping,
and Thomése 2018).

Research shows two important, interrelated gaps. First, professionals do
not always have the required competences and knowledge to recognize the
experiences and concomitant wishes of youths and young adults with MID
(Werner and Stawski 2012). Second, many institutions within a municipality
are not familiar with the target group (see e.g. Eadens et al. 2016) since
taking care of their needs has not been part of the municipality’s respon-
sibilities for many decades, but has only been assigned to them in this policy
change. Although the Dutch government has indicated that more customized
work is needed for young adults with MID, including more care in the
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neighborhood and stronger relationships between different care organizations
and institutions (Moonen 2017), it is still insufficiently clear what the exact
needs of people with MID in the neighborhood are and how institutions
should work together for the best possible care and support in the neigh-
borhood. With this research we aim to contribute to these required relevant,
yet lacking, insights.

Tronto’s vision on care

Care ethics is a strand of ethics that criticizes one-sided views of people as
individuals who are independent and self-sufficient, describing the ideal
relationship in more or less contractual terms, and of people as acting as
equal citizens within a public realm. As Rogers (2016) has argued, the social
model of disability needs care ethics to be able to reflect on our responsi-
bilities to other human beings and people with ID in particular, as they ‘are
always interdependent, and many wouldn't survive without a caring other(s).
Removing social barriers without committing to a moral, political and ethical
formulation of caring is not an option; care and caring can no longer be
seen as a private matter’ (Rogers 2016, 34).

Pathbreaking care ethicist Joan Tronto (1993, 2013) strongly criticizes the
current dominant ideology of self-reliance, self-management and autonomy,
and she investigates what it would mean if we organized our society dif-
ferently, namely by focusing on care. For Tronto, care should be seen
broadly as

...a species activity that includes everything we do to maintain, continue and
repair our ‘world’ so that we can live in it as well as possible. That world includes
our bodies, our selves, and our environment, all of which we seek to interweave
in a complex, life-sustaining web (1993, p. 103).

In this definition (devised by Tronto with Berenice Fisher), care is seen as
a collective practice in which more than two people are involved, with
implications on the personal, institutional and even global level.

For our purposes, we emphasize the latter part of the definition, namely
the complex, life-sustaining web. This extended understanding of care allows
us to understand care as a practice that goes beyond a dyadic exchange
between a caregiver and a care receiver. Instead, care is taken as an inter-
related whole of relationships in which needs are noticed and care is orga-
nized, given and received, or not. This vision allows us to analyze care on
a societal level. Tronto's distinction of five interconnected phases of care
offer an adequate tool for this analysis. The subsequent phases are: caring
about, caring for, care-giving, care-receiving, and caring-with, each of which
contain a central moral element: attentiveness, responsibility, competence,
responsiveness, and trust/solidarity (Tronto 2013). These phases and moral



DISABILITY & SOCIETY 639

elements become an analytical tool for collective care policy and practices
by asking whether policy and practices are effectively caring since they:

1. ...adequately acknowledge the needs and concerns of the group
through attentive looking and listening?,

2. ...actively assume responsibility with regard to these needs and
concerns?,

3. ...competently provide the necessary care that meets these needs
and concerns?,

4. ...have checked its adequacy through the response of the recipients
of care?,

5. ...are committed to make life livable and worth living in the moral com-

plexities of dependency, vulnerability and otherness? (Tronto 2013, 35)

By asking these questions, we take a care ethical perspective as a critical
approach to the neoliberal ideal of self-reliant entrepreneurs, a jargon that
is sedimented in actual policies. This is our normative point of departure: if
needs and concerns in a society are unnoticed; or are noticed but no one
takes responsibility for them; or are noticed and responsibly organized but
not competently performed; or if all of this is arranged with the best inten-
tions, but the care receiver's needs are not met; or, finally, if all this has
been adequately done, but care provision remains a struggle for each sep-
arate need or group, and does not lead to more consistent care provisions
on which dependent people can rely; then society fails in moral respect (cf.
Tronto 1993, 126).

This vision on care provided the starting point for our empirical qualitative
research into ‘living in the neighborhood’ by young adults with MID. Please
note that the non-inclusive language, including the term ‘disability’ that has
been used so far in this article was taken from the policy documents and
corresponding research proposal that founds this research. As Mykitiuk,
Chaplick, and Rice (2015) state: ‘even the word “disability” is unavoidably
negative: structurally it signifies a loss or a lack, a state that exists only
because it falls short of something better. The proposal was approved by
the Dutch national funding organization for health research and care inno-
vation (ZonMW 2020), which called for research into these transferred respon-
sibilities. Although we adopted the language of these sources, from this
point on, we will apply inclusive language where we present our own
research and therefore use the phrase ‘participants’ in order to mirror Tronto’s
idea that we are all members of our society, and to avoid ‘othering’ of people
with a disability (cf. Tronto 1993, 70-72). The following section explains the
method used in this study including how we have used instruments that
are specifically suitable for participative research into the ‘life-sustaining web’
that supports ‘living in a neighborhood:
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Methods
Design

This study’s underpinning involves a normative stance that the good can
best be established by looking at the lived experiences of the participants
and if their needs are adequately met, which is also more in line with con-
temporary ideas on disability research practice.

To accomplish this, we applied Responsive Evaluation (RE), a methodology
which tries to overcome imbalances of power by including various stake-
holders and by giving voice to marginalized voices and groups. By doing
so, RE offers the possibility to map the meaning and values of all stakeholders
concerning the issues under study (Woelders and Abma 2015). In this case
this entailed focusing mainly on the stories of the young adults involved,
and the values that were of interest to them. Our role as researchers was
one of being facilitators of the dialogue, interpreters of stories and meanings,
educators who establish mutual understanding and Socratic guides who
raise self-evident questions, rather than distant experts (Abma 2006).

The research project team consequently consisted of 2 experienced aca-
demic researchers (including first author IvN) with a background in both
Responsive Evaluation and care (ethical) research and two research assistants.
The initial analyses were carried out by the whole project group and a final
analysis by both authors.

Normally, a RE consists of five phases (Abma and Widdershoven 2006,
Visse, Abma & Widdershoven 2011 and Woelders and Abma 2015):

1. identification of the participants with needs and the social
conditions

interviews with participants;

organization of focus groups with participants;

organization of multiple focus groups (heterogeneous groups);
dialogically drawing up of an agenda for negotiation or action.

vk wnN

Because of the relatively short duration of the project (six months), only
phases 1 and 2 were carried out in this study. Also, two additional methods
were used in aid of attaining a comprehensive insight into the experiences
of the participants: photovoice and shadowing.

Photovoice is an effective, qualitative method in which photography is used
to collect information from people with ID (Hergenrather et al. 2009; Jurkowski
and Paul-Ward 2007). The method of photovoice is particularly suited ‘to
convey the perspective of the person using the camera, allowing them to
think about their context and share the story of the pictures that they take’
(Richards, Lawthom, and Runswick-Cole 2019; see Simpson and Richards (2018)
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for a more critical evaluation of the method and its limitations). The partici-
pants take photographs of situations, events or things that (i) play a role in
their daily life in the neighborhood and (ii) are important to them. These
photos offer an insight into what daily life in the neighborhood means to them.

Shadowing is a relevant method for vulnerable people who have difficulty
articulating their experiences (Van der Meide 2015). The participants could
be considered to be vulnerable in this sense. Shadowing was applied to
capture as well as possible what they experience daily (see Patton 2002).
Attention has been paid to both articulated language and non-articulated
language (Van der Meide 2015).

Setting

The research population consisted of participants living in a municipality in
the south of The Netherlands where they receive care and support from a
service provider. The home where the research took place had various forms
of living such as: group living, living in an apartment and living in a bun-
galow. A total of 15 people with MID between the ages of 18 and 65 live
together in these houses. The property is located in a neighborhood where
both rental and owner-occupied homes are located. Opposite the care home
is a nursing home. On the corner of the street there is a community center
including a child healthcare center. Six persons, 3 males and 3 females,
between the ages of 18 and 26 took part in this study.

Ethical issues

Written and oral information was provided both by the researchers and the
support workers of the facility. The latter had insisted on the need to protect
the participants from unusual living circumstances and to have the research
be as little intrusive as possible to their daily routine. The informed consent
procedure was carefully supervised, and it was repeatedly checked (through
telephone calls and on site) whether an appointment was still suitable. On
several occasions consent was withdrawn in the minute that the shadowing
or the interview should have started. The wishes of the participants were
always actively protected by the support workers and respected by the
researchers.

Pseudonyms were given to the participants and to the organization. The
data has been handled with the greatest care and was deleted within six
months after the end of the investigation. Data was only exchanged between
project members via a secure CloudDisk. Downloads and automatic copies
were always deleted.
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Data collection

In a two month period, six participants were shadowed daily at different
times during the day by the research assistants, following everything they
did. Immediately after shadowing, the research assistant made a report of
what she had actually observed, supplemented with questions and reflections
on everything she noticed. In addition to following the participants individ-
ually, the research assistants were present for four half-days, between 4 and
8 p.m. in the shared kitchen of the group home, in order to get a picture
of how the participants were living together in the facility. Field notes were
later made of the observations.

After the participants had been shadowed, they were asked if they wanted
to take pictures of events, objects or other matters that are important to
them over a period of four weeks. All six participants contributed to this.
Five participants took photos using their mobile phones and one used a
disposable camera provided by the researcher. The six participants took a
total of 54 photos. The number varied from 2 to 23 photos per person.
These numbers varied because the participants dealt very differently with
what they found important.

In addition to the shadowing, four of the six participants were also inter-
viewed extensively about their lives and about the photos. The interviews
were semi-structured and dealt with issues that were mentioned during
shadowing and that could be discussed in more depth in the interview. The
interviews lasted between 15 and 75min. All the conversations conducted
were recorded and transcribed and presented to the participants with the
possibility to adjust it (member check).

Analysis

During the collection of the data, regular consultations took place between
the whole project team for triangulation purposes. The data were analyzed
thematically (Creswell 2013). This was initially done by the whole project
team together and in a later stage again by the first and second author.
The first step involved reading and actively listening to what the participants
said (content), how they said this (form) and when and where (place and
time). Fragments of all the different data were marked, discussed and sorted
by mutual consultation, comparing them with each other, discussing how
they agreed or differed, and how they fit in with experiences gained by the
researchers themselves during shadowing (cf. Van der Meide and Olthuis 2012).

With regard to the transferability of the findings we prefer to refer to this
as ‘petite generalizations”: the aim is to create an understanding of a specific
situation (thematic, in trajectories and in the narrative vignette) (cf. Abma
and Stake 2001). This requires detailed information or ‘thick description’
(Geertz 1973, 231-267).
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Findings

This section presents the findings in two ways. We start with a thematic
presentation of the experiences of the participants. Figure 1 below shows
how the six themes are interconnected. Secondly, we present three different
‘trajectories, which aim to offer a comprehensive and palpable image of
what the participants experience on a normal day in their living environment.
The trajectories include the photos taken by them, ordered spatially, which
show the paths that the participants walk in their daily lives.

Thematic presentation of experiences

Feeling displaced

Prior to coming to live in the group home, the participants had moved several
times and had lived outside of the care of service provider (Cura). Sometimes
they ended up with Cura through a foster family. But also within Cura some
participants had moved frequently, for example to a more suitable form of
living. These experiences resulted in a feeling of displacement. For example,
one of the participants (R1) explained that he was taken out of the protected
environment of a foster family and placed in this form of living. Because of
this he had to get used to the fact that he had to get to know the home,
the counselors, other clients, but also the environment. He had to build a
new protected living environment for himself:

In one go, | went from being protected - from something that | knew
very well - to something else [the group home] [...]. Look, here you are also
protected, this is also a protected thing, but it is different. [R1]

He missed the proximity of a familiar family life and also noticed the
differences between the foster family and the group home. He expressed
this as a feeling of being left alone:

Figure 1. Themes and interconnections.
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In the family there was mom and dad [...] and a sister and brothers and that is not
the case here. Here you are more focused on yourself [...]. I'm just all alone. [R1]

R2 felt displacement because he misses his social network as he no longer
lives with his friends in the neighborhood:

Yes, because they all live there [...] | have the feeling that they occasionally forget
about me and yes, you do not experience daily things with them either. [R2]

He sees his friends and family less often because he moved away from
them to the facility. Therefore he can't just go and see his friends, but has
to make arrangements first. R1 and R2 both describe that they feel that
they have been taken out of their protected environment. Nevertheless, they
are open to building a new network in the vicinity of the group home. The
participants speak differently about needs for contact with neighbors, varying
from wanting to say hello to each other more often to organizing a
neighbor day:

When you meet each other you chat with each other. When you come together
for a coffee. Occasionally ‘come and do a cup of coffee’ [...]. Or maybe once [...]
organize a barbecue together. [R1]

Yes, | think that would be nice, | think so. If people are nice too, why not. | am
ready for ideas anyway. [R2]

The need for a bond of trust

The participants express the need for a bond of trust with their counselors.
Practical help or support leads to a strengthening of this relationship of
trust. Some participants only receive support and trust from their personal
counselor, while others have this link with several counselors. With R5 this
is expressed in the feeling that she is being helped in daily life and R2
experiences support in the tips that he receives from the supervisor. R1 also
describes how he is helped:

Support with making friends. Support with appointments or commitments [...] Or
when | find something difficult for example. [R1]

The bond of trust between the counselor and the participant plays an
important role in the process of getting used to the new environment,
because the counselors have a lot of contact with the participants every
day. The counselors are seen as confidants with whom the participants can
have serious conversations, to whom they can express their thoughts and
feelings, and with whom they feel that they can be themselves. The feeling
of being seen and recognized gives R5 confidence and stability in her life.

That also makes me a little more confident when [...] you are seen. And you
feel that you are being helped and that is the point. That you are always able to
express yourself [...]. Even when it's busy. That they'll come back to that... [R5]
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R1, R2 and R3 all emphasize the importance of the personal counselor
and the support they receive in personal conversations:

That means a lot. That is always a trusted person who you can trust [...] for
everything. [R1]

When it comes to work, I'd rather talk to a supervisor about it. [R2]

Yes, that is really a trusted person. You can really do well with that. [R3]

Needing certainty

The participants have a strong need for certainty and tend to stick to what
is known to them. This is evident, for example, from the value that R2
attaches to the work schedule of the supervisors. As a result, he knows what
to expect. If he has problems or wants to discuss situations with his personal
supervisor, he can plan ahead:

| think that gives me some peace and quiet to [...] be able to see, okay, the
supervisor is here. [R2]

R2 appreciates the schedules that are made for all the meals each week
because he can then determine in advance whether he wants to eat with
the group or choose to make his own meal. Conversely, dealing with unfa-
miliar situations where structure is lacking is challenging:

| find that very difficult to do things [that] are unfamiliar [...]. | don't know, because
I've never done it. [R2]

I've never done it, so | don't know if... Yes, | really don't know. | am afraid to give
an opinion on that. [R3]

R5 also seeks security within the group home, but she is more focused
on her future. She is looking for a suitable education and wants to earn
money. Although she wants to do something that makes her happy, she
emphasizes the importance of financial security:

It gives me certainty, [...] of course you do something that you like, but you also
have to look at what comes in and it also provides financial certainty. [R5]

The need for self-reliance

Just as much as needing certainty and security in a care-assisted life, there
is a desire to be self-reliant. This ambivalence is an important characteristic
of the participants’ experience of living in the neighborhood. For example,
they want to be able to make their own decisions, but at the same time
R2 acknowledges that he needs help with this:

If I have to arrange things [...]. Yes, then | want me to be really involved. | prefer
to do it myself, sometimes it is not always possible. But yes, | think that’s important
yes. That sometimes | can arrange my own things. [R2]
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Wanting to be self-reliant is also apparent from the desire of the partic-
ipants to be able to develop themselves, both in their working lives and in
everyday life. In the group home, the participants get the opportunity to
learn, and so does R2. This opportunity to learn is one of the reasons why
R5 consciously chose to live here:

| think | am fine here and | can learn things here anyway. [R2]

It is, like, examining yourself: ‘how do | balance myself?” When are things too much,
when | am away from home too much? [How] do | make sure that | can be myself
again in my own environment? That is actually what | want to learn a bit here. [R5]

Development at work is also part of this:

That | can work with colleagues who have experience in their field and [...] who
also want to take me to that level, from a permanent employee [...], that | might
become that too. That | can copy a little of what they do. [R2]

R1 explains how he is sometimes denied opportunities for devel-
opment because he is not always corrected by colleagues on his
mistakes, even though he wants to receive feedback in order to learn
from this:

If they disagree with something, they will say so, but they will not blame you for
your mistakes. Then they usually say: That is what our support is for. [R1]

The desire to grow in independence is not always easy for the participants.
It means that they must learn to deal with limiting factors such as money.
An example is given by R5: she currently exercises in the old people’s home
across the street, whilst in the past she used to exercise with friends and
acquaintances in the rather distant city:

Because it is free here and closer by....here it is free and there it costs me, yes.
| can’t carry the extra cost next to the schooling that | am doing now. It is quite
an expensive thing. [R5]

Being self-reliant is also limited by distance and means of transport. R3
speaks of the large distances that he has to travel by public transport to,
for example, go to the fair in a nearby city or his girlfriend, which means
that he does less outside his own home:

Yes, | just don’t want that. That is actually, that is, with all the traveling of course.

...with public transport. So I'm thinking about buying a car myself. [R3]

The participants underline the importance of having access to different
means of transport, that contribute to their self-reliance:

Because | usually go to my internship with this bike. | also go to my friends with
that bike. With that bike | do almost everything to get away. [R2]
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Seeking tranquility

Every day the participants are confronted with unrest, as evidenced by the
noisy spaces in which they find themselves, such as their own working
environment. Because of all the stimuli they incur, their heads can get ‘filled
up’ which they experience as very tiring. The home is not experienced as a
particularly soothing environment. People regularly talk, argue, shout, play
loud music and walk in and out a lot. Every participant experiences this
unrest in a different way and searches tranquility in his or her own way.
Some seek it in the home, by withdrawing to their own room, such as R3:

They all live together there and | live quietly here on my own. That's the good
thing. Sometimes | can’t handle the noise because it's so busy in my head. Then |
have to take some time off, say...... You could say, it is a sort of re-charging.,. [R3]

It is remarkable however, that most participants seek their peace outside
the home. R2 creates peace of mind in the mosque and by playing soccer:

Occasionally | can simply unwind there [...]. Yes, for example, if [I] have a setback
of some sort... [The] last time | did that was last week. Then, in my head it was
also a little bit chaotic and stuff, so | just thought I'd get rid of my frustrations. [R2]

R4 goes out into the village to sit on a bench in a park and R5 goes to
the nearby dunes to catch a moment of rest:

Yes, simply, if it is too busy here or | don't feel like sitting in my room or just sitting
outside, | usually go there... | just enjoy sitting there quietly for a while [...]. [R4]

When it was up to here and then | wanted to go [...] Cycle to [the dunes], [then]
| went there . [Then | sat on a] bench and | just wrote. [R5]

R1 and R3 note that there is gossip and that there are arguments between
residents. For this reason they separate themselves from the group:

The rest have a lot of contact with each other. At first | also had a lot of contact
with everyone. But lately | think, I'm like, there is too much gossip and too much
arguing, with each other [...] And | want to keep myself out of it, so I'm like, |
don’t want to interfere. [R1]

When you do [...] see each other then it is just ‘good evening’ or ‘good afternoon’
[...]. You can always ask how they are doing, but that’s about it. [R1]

| don't like quarrels. | always try to keep myself out of it. [R3]
R3 also avoids the backyard when others are there:

There is something at the back of our house, but | hate it. All the people argue
there. [R3]

R2 emphasizes the noise in the home during the coffee moment, when
everyone wants to tell his or her story. He does not find that interesting
and it is a reason for him to distance himself:
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| don't really want to sit there because it is quite noisy to hear everyone’s stories.
Often | don't find it very interesting. [R2]

Feeling unacknowledged

The participants indicate that they sometimes feel that they are not
considered as full. This is reflected in their having to adapt, being mis-
understood and wanting to be treated equally. When asked what he
would think if he had more contact with the neighborhood, R1 says the
following:

Very often you also hear of people with a disability, these are very low people
with a very low 1Q [...]. That they are just those ‘Downies’ or | don’t know what.
[...] And then, yes, if you do have contact with the rest of the neighborhood [...]
then they can also see that this is not the case at all and that we can also just
be cheerful and that we also enjoy life and enjoyment, for example ‘let’s drink
a glass of wine together in the evening’ [...] or a nice coke or that we are just
playing soccer. [R1]

R1 also describes how he is sometimes disadvantaged because he lives
within Cura:

They were looking for something else for me and they had [inquired] at a fairly
large company if | could work there and then they said that [...] | worked at Cura
and that | lived at Cura and that | am a boy with a disability. The doors were closed
immediately. Immediately there was no way in anymore. [R1]

This causes R1 to wonder whether he is accepted in society. On the other
hand, he acknowledges that he can understand the discontent that some-
times exists with the neighbors:

We have been [acting] negative in the neighborhood lately. [...] There have been
months when loud music was constantly played. [...] That the neighbor has often
stood at the door and the neighbor was then seen as a nagging person. And at
the same time | think yes, if you turn on the music at twelve o clock in the night
... [R1]

These feelings of acknowledgement or misunderstanding can in some
cases lead to the participants avoiding certain places in the neighborhood.
For example, R4 chooses not to go to the beauty salon anymore, because
she feels she’s being stared at by the girls who are different from herself.
For that reason, she tends to seek out people who are the same. Recently
she climbed Mont Ventoux (France) with people from Cura:

Then | don't have to tell my story. People at Cura already know this, they are the
same as me. [R4]
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Trajectories

The trajectories that were developed include the photos taken by the par-
ticipants (photovoice) and informal conversations. The idea of trajectories is
that through visualizing where people have important experiences, the ‘own-
ers’ of these experiences attain a voice. Hence these trajectories are ordered
spatially. The aim here is to show where the participants from the group
home have important experiences when living in the neighborhood.

At the start of this research, the idea was to make one trajectory. However,
after further analysis, we were surprised to find a clear (geographical) distinc-
tion between the places where the photos were taken. On the first trajectory
(Figure 2) one can see a map of the group home itself with the photos taken
in the home and the accompanying garden. The second trajectory (Figure 3)
shows the photos on an aerial photo of the municipality. An aerial photo
rather than a map was chosen to show the concrete environment because
this would be more insightful to the participants. On the third and final tra-
jectory (Figure 4) you can see the photos that the participants took of the
wider environment of the municipality.

By ordering the collected findings on three distinct trajectories instead
of one, we see a remarkable concentration of important experiences within
the group home itself, evidenced from the large number of photos that
were taken here. The participants indicate that they rarely walk around in
the village, and this shows itself too on trajectory 2, with few photos taken
there. Also remarkable is the large number of photos taken in places at a
rather large distance of their living environment. The visible lack of important
experiences in the direct vicinity of the group home indicates that a geo-
graphical delineation of ‘neighborhood’ may be much less obvious and
important for the participants. The group home can ultimately be seen as
a separate neighborhood for them (Figures 2, 3 and 4).

Discussion

In section 2 we presented Tronto’s view of ‘caring’ as a fundamental daily
human practice with political and moral implications, and of a society as
morally admirable when taking care of her citizens. In this discussion section,
we apply Tronto’s view as a tool for reflecting on the empirical findings of
section 4, and set up a discussion between theory and practice, in order to
see where caring does not come about, leads to conflicts, or shows discrep-
ancies between policy and practice.

Discussion between theory and practice

In our theory section, our normative point of departure, in brief, is that if
attentiveness is lacking, responsibility not taken, care incompetently
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Figure 3. Trajectory 2: Participants’ favorite place in the neighborhood.

performed, needs go unmet, and if care remains uncertain and a permanent
struggle, then care in a society fails in moral respect. The reverse is true as
well: a society counts as a caring one if attentiveness, responsibility, com-
petence, and responsiveness form a cyclical process that meets needs and
leads to reliable provisions. In this section we bring these theoretical insights
in discussion with the empirical findings presented in the previous section.

Needs that are being met

Caring comes about, if the cyclical process of care takes place. This means
that the needs are noticed, responsibility is taken, the needs are met com-
petently, the responses of the recipient matter, and certain reliable structures
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Figure 4. Trajectory 3: Participants’ favorite locations in the wide(r) environment.

are built, from which certainty for all can be derived. In the practice that
we inquired, this is the case with regard to several needs, like a bond of
trust and certainty. The bond of trust, for instance, is key for this form of
living and the main reason for the participants to live here in this stage of
their lives. This is confirmed in expressions like: ‘That is always a trusted
person who you can trust for everything' The certainty of a cyclical process
of care is also clearly expressed: ‘That also makes me a little more confident
when [...] you are seen. And you feel that you are being helped and that
is the point. That you are always able to express yourself [...]. Even when
it's busy’ This inquiry confirms the importance of the regular presence of
someone who is attentive and can be trusted, who helps in practical ways,
and with whom one can communicate throughout for adequate care. And
certainty can be given through simple means like a visible working schedule
of the supervisors.

Critical remarks can be made here too. For despite the fact that bonds
of trust and certainty are confirmed, other bonds of trust and familiarity
had to be broken in order to live here, causing the participants to feel
displaced; and the certainty that is offered within this facility also works
counterproductive.

Needs that are challenging

Other needs, like developing self-reliance, and finding tranquillity, pose
serious challenges, which the participants face with various success. The
participants underscore the wish to become self-reliant, but they also state
that they cannot do this without help. This help is offered by the supervisors
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in various ways, which they appreciate and value. However, needing the
help that is available in this particular facility lies at the root of them having
to travel long distances by themselves for friends, family, school and intern-
ships. The costs connected to transport also means that other possibilities
for meeting with peers or gaining self-trust, like sports, are very limited. By
lack of an affordable alternative, one participant exercises in the elderly
home across the street: ‘Because it is free here and closer by....here it is
free and there it costs me, yes. | can't carry the extra cost next to the
schooling that | am doing now' The need for tranquillity seems to be easily
missed in the group home and is met basically by themselves.

Even though the support by counsellors is vital for meeting the need of
development towards self-reliance, one can also establish a lack of care on
the institutional and societal level, due to insufficient material, social and
professional conditions. The most urgent lacks concern the vicinity of family,
friends and social contacts or (sports) clubs, (financial) means of transport
and leisure activities, and tranquillity. These matters become even more
urgent in the following section, on the needs that go unmet.

Needs that go unnoticed and unmet
Two needs remain mostly unnoticed: one is the need that is caused by feeling
displaced; the other is caused by the feeling of being misunderstood. The feeling
of displacement was mentioned by the participants, but became really clear
when they were asked about their life’s trajectories. All expressed how this
particular living facility is a temporary living place, established particularly for
their peer group, in their stage of development. Some elaborated upon the
line of various living places that they have resided. One participant had lived
in a foster family and was then placed in the group home. The (family) bonds
that were broken off were lamented. The feeling of being displaced is also
expressed in the many ways in which the participants need to adapt to living
in a place and with people whom they have not chosen themselves. Some
really hate the social gatherings. Some adapt to their living conditions by
retreating themselves, while others walk away from the home to find tranquility.
In various ways a support network or activity in the neighborhood might
have been helpful, but a lack of acknowledgment in the neighborhood has
caused the participants to avoid going to certain places (like a beauty salon)
in the vicinity and to join people like themselves: ‘People at Cura already
know this, they are the same as me’. However, the participants discriminate
between acknowledgment that is lacking due to their own actions, like loud
music for many hours at night, on the one hand, and acknowledgment that
is undeservedly lacking, on the other. The former, they can understand: ‘That
neighbor has often stood at the door and the neighbor was then seen as
a nagging person. And at the same time | think, yes, if you turn on the
music at twelve o'clock in the night. The latter shows a painful
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counterproductivity of living with Cura, when employers decline an applicant
from this address, that is known as a facility for people with disabilities.

The wishes to belong, to fit in, to participate, and to be acknowledged,
have been expressed many times, and indicate needs that require a special
effort from the municipality and the Cura organization. However, the trajec-
tories have put us also on the track of the ‘life-sustaining web’ that is central
to the care ethics theory of Tronto. When we look again at what needs the
participants have expressed and what matters to them, we see that this web
contains large gaps. It appears that by putting this web central, we can look
at the larger socio-political context which is determined by national policies
which in turn limit the options of the municipality and the organization.
This means that part of the needs of the participants cannot be met by
either party (municipality and organization), as they lie on a level beyond
their control. To this we turn in the next section.

Meta-analysis of the ‘life-sustaining web’

The aim of this article has been to focus upon the meeting of needs in and
by the societal context. Apparently, it seems that the ‘participation society’
of the national policies and the way in which caring for needs is organized
in the neighborhood, do not contribute to a ‘caring society’ The participants
try their best and are committed to develop themselves in order to become
more self-reliant, but they also fight an uphill battle, facing challenges on
a daily level. Living away from their personal networks, with too limited
means to meet them, and having an insufficient social network of peers in
the vicinity to help them to go exercising or go out for a break from their
busy, loud living environment, makes them miss out on things that they need.

In other words, their life sustaining web thus shows a significant gap, that
indicates a lack of social contacts in the vicinity of their home. This gap has
a spatial dimension; a gap between important contacts within the group
home, primarily with supervisors, and important contacts at a distance, pri-
marily with family and friends, and apparently not many contacts of any
significance in the neighborhood. But the gap also has a temporal dimension.
Over time, the participants have moved from one caring context to another
and they are not rooted here, nor is there much familiarity with others inside
or outside the home. What is more, their living here appears to be instrumen-
tal: they primarily live here to be supported in developing capabilities required
for a more independent living. Hence their stay is temporary. With these aims
they show themselves adapted to a society that not only expects them to do
this, but also presumes a willingness to sacrifice a lot in order to reach this.

We wonder, however, if this does not make the participants more vulner-
able. As we have seen, they see themselves faced with an uphill battle in
a facility that is even counterproductive to their aims. Departing from the



654 I.V.NISTELROOU AND A. NIEMELJER

fifth phase of Tronto’s model, we can argue more substantially, that the
geographical and temporal gap in their life-sustaining web is a gap of sol-
idarity. Tronto’s fifth phase points at caring as a collective responsibility of
a democratic society, based on solidarity and trust (Tronto 2013). According
to Tronto caring practices may enable people to develop a sensitivity for
the role that care plays in society. If such sensitivity develops and people
are acknowledged in their vulnerability and dependency, more consistent,
collective, reliable care provisions can be created.

Most policies regarding care however, appear not to be rooted in a sen-
sitivity to care needs, but rather in ideals of independence and self-reliance.
As a result, care organizations and their personnel need to do the impossible:
reconcile the goals of government policies that hardly suit the goals of their
organizations or those of their care receivers. The top-down determined
goals also prevent the availability of sufficient means. Here we see why care
ethics also functions as a critique of political ideology: if we do not look at
the societal dimension of how care is organized and how needs are deter-
mined by those in power, we run the risk of blaming those who seek to
provide care for those in need for their failures, without an eye for the
tension within which they operate. We can conclude that those involved in
the care provision of this particular location (Cura), act in solidarity with the
participants, but are in turn dependent upon those in power who determine
the available resources.

This also leads to a critical assessment of Tronto’s work on two points.
First, Vosman and Niemeijer (2017) point at an inconsistency where Tronto
(2013) suggests that in order to societally organize democracy as more
caring, ‘a counter image or story against neoliberal versions of caring’ needs
to be construed (Vosman and Niemeijer 2017). Rather than such a counter
image, Vosman and Niemeijer underscore that the ethos (i.e. practiced moral-
ity) by practitioners should remain leading, together with efforts to remove
institutional barriers put in place by late-modern ideas:

In the end it would be normatively more fruitful if we were able to enlarge the

space for reflection, together with partakers in a practice, including the dismantling

of modern elements which in fact constrain the reflection of the practitioners and
do not serve them well after all. (Vosman and Niemeijer 2017).

We maintain therefore, that practice and reflection by its practitioners
themselves is and continues to be the starting point of improving the
life-sustaining web, like Tronto herself has argued for too (see Van Nistelrooij,
Schaafsma, and Tronto 2014).

A second critical assessment of Tronto’s work, and care ethics more broadly,
is made by Vosman, Timmerman, and Baart (2018), who state that one of
care ethics’ major flaws is its lack of empirical underpinnings, as well as its
‘lack of consciousness on how to dig into practices in such a way that
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participants and their actual concerns in that practice are acknowledged (and
not their imagined position, “needs,” etc.)’ (Vosman, Timmerman, and Baart
2018, 408). This present contribution aims to fill both lacks. On the one hand,
we have aimed to find multiple ways to acknowledge participants and their
actual concerns and concrete needs, rather than their imagined positions or
abstract needs. On the other hand, we consider this research a critical touch-
stone for the theory of living in a ‘life-sustaining web’ We conclude that this
metaphor (‘web’) is helpful in a concrete way, that is: to visualize a real-life
problem of distance leading to broken relations and a lack of care. As such,
this research affirms the theory, and offers empirical support.

Limitations

Care ethics puts relationality central to care, but also to ethics and to its
research approach. This project was therefore designed as participatory
research, utilizing methods suitable for participation, and in line with critical
insights from care ethics. Still, it was often very hard to factually have the
participants participate. ‘Nothing about us without us, has been a justified
demand expressed by people with disabilities. Research agendas and pro-
grams from the Dutch health care funding organization ZonMW explicitly
acknowledge this demand and so did the researchers involved in this project.
Everyone agreed upon the importance of having youths with MID express
their own needs and their own wishes concerning care. However, as Love,
Traustadottir and Rice (2018) point out, we also need to recognize that
‘society’s structures and norms are a reflection of existing power relations,
created and defined by dominant groups and which serve to maintain the
status quo...[as] ridding society of institutionalized domination and oppres-
sion is pivotal to achieving justice for marginalized groups’

Here we see that the researchers, as well as the funding organization,
have fallen into the trap for which Tronto has warned, viz. the presupposition
that all citizens are capable of articulating their needs, of organizing their
lives and care, and of defending their interests. Based upon this research
we cannot and will not conclude that youths with MID are incapable to do
so. But we can raise the question whether this kind of participatory research
offers the possibilities she claims to offer for these participants. For this,
additional research is required.

Conclusion

This research project resulted directly from the problems indicated by the
municipality and the Cura organization. Both parties lacked insight into the
needs and wishes of the youths and young adults with MID living in the
facility and how institutions could cooperate to meet these needs and
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improve participation in the neighborhood. A participatory design was set
up because the basic assumption was that participants needed to be involved
as research partners in which they had a say, a voice that was actually lis-
tened to. The aims were to gather knowledge of their experiences, of what
was of importance to them, and what care and support they needed to live
‘as well as possible’ in this neighborhood.

We conclude that when looking at the care practice in this particular
facility through a lens of care, the life-sustaining web of the participants
appears to suffer from painful gaps. This has become most clear when
looking at the trajectories in which the participants’ photos of meaningful
things and places were placed: these were either located in the facility itself,
of at a large distance from it. On the other hand, certain needs of the par-
ticipants were met, particularly some on the individual level of
self-development. However, from a care ethics perspective, questions emerge
concerning the displacement of participants from familiar settings to this
facility on the one hand, and the lack of initiatives such as supporting
activities in the neighborhood on the other hand. It seems plausible that
the challenges that the participants face are rooted in the political and
institutional policies rather than in the needs of the participants.

We therefore strongly recommend a care ethics approach as a point of
departure for care policy and organizing care. Having a safe and supporting
caring web of relations in place, and sustaining it rather than tearing this
down, should be an important aim of those policies and organizations.
Finding employment is an indismissable part of such a web. Further, these
trajectories could serve as a means for communication. It gives expression
to the experiences and needs of the participants, and many are involved in
meeting their needs: supervisors, other employees, the organization and the
municipality. They all should engage in the cyclical process of care, in order
to organize care in a caring way, by sustaining the web of relations. A sub-
sequent research project that could complete the Responsive Evaluation by
taking up the next steps (3 to 5) is desirable. This would allow the partici-
pants to co-design an agenda for further research.
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