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This study is about a group of young people with intellectual disabilities,
who move away from home to a staffed housing facility. It highlights the
interaction between the young people, their parents and the housing staff,
both during the process of moving and in the new everyday life in the
housing facility. The housing facility to which the young people move is
a newly established group home. The building contains 13 apartments,
twelve rental apartments and one apartment for the staff. In the building
there is also an office for the staff as well as common areas, a common room
with an attached kitchen, a hobby room and a laundry room.

Background

The young people, who are part of the study, have grown up during
a period of time when many extensive reforms took place within the area of
Swedish disability policy. Among other things, they have brought about the
dismantling of the institutions, which earlier constituted a common form of
living for people with intellectual disabilities. In Sweden, more than 5000
people with intellectual disabilities have moved from institutions into new
types of integrated housing areas during the last decade'. This means that
children with intellectual disabilities grow up with their families and are
expected, like other young adults, to leave the home of their parents and
move to a house of their own. When children without intellectual
disabilities move away from home, the first home usually constitutes an
adult-free zone, which means that the young person is largely free to shape
his/her everyday life according to his/her own desires®. These opportunities
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are different for young people with intellectual disabilities, because they
have a significant need of support and help in their everyday life’. The
presence of the staff may constitute a condition for the independence, but it
may also create the experience of unwanted control®. The overall goal of the
modern Swedish disability policy, except normalisation and integration, is
to increase individual self-determination for people with disabilities’. The
time of youth and adulthood gives increased importance to circumstances,
which may be associated with autonomy and self-determination® .

Purpose and questions

The overall purpose of the study is to study what happens when young
people with intellectual disabilities move away from their parents’ home to
an apartment in a staffed housing facility.

Main research questions are:

— How are everyday life and the rules and norms, which affect the
different actors’ room for action, shaped in the housing facility?

— How are power structures and emotional relationships between the
actors created and developed and how do they change?
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— What opportunities do the young people have to achieve self-deter-
mination in their everyday life in spite of their need for extensive help?

The format and method of the study

The study has a qualitative approach. The main methods of data
collection consist of participating observation and qualitative interviews’.
The participating observations were carried out during two and a half years
at the same time as 28 qualitative interviews were made. The material has
been analyzed according to a few concepts from social psychology, which
mainly focus on the relationship of the individual to the group, the
relationships of groups to each other and different aspects, which may be
related to the concept of social situation® .

Results

Before a new phase of life

When young people without intellectual disabilities move away from
home, it is generally the result of the young person’s own initiatives and
actions. For the young people in this study however, it is the parents who
have initiated and organized the move. The parents nevertheless have
ambivalent feelings as the time for their child’s move approaches. When the
parents talk about their hopes and fears in face of the upcoming move, two
contradictory images of the child, both as competent and helpless, appear.
All parents do tend to view their adult children as more incompetent than
they are. The difference is, however, that the young people in this study are
not able to cope without the support and help of other people in their
everyday life. This contradicts the idea that a young person should have
reached a certain level of competence and independence in order to move
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away from home. The parents relate to this contradiction by referring
alternately to “young people in general”, which is associated with compe-
tence and independence and “people with intellectual disabilities”, which
brings to mind more the idea of deficient competence and dependency. The
ambivalence of the mothers’ descriptions thereby constitutes a logic
consequence of the fact that the child is not leaving the home of his/her
parents of his/her own accord.

Preparations for the move

Before the young people move into the housing facility, different pre-
paratory activities take place, which are supposed to facilitate the transition
for the young people and make it possible for the staff to work efficiently.
The work in the housing facility is to be carried out as a service adapted to
each individual. It is therefore of utmost importance that the staff receives
information about every young person’s need for assistance. Certain compli-
cations arise when the parents are to describe their child’s need for help.
The parents believe that the child by and large can manage all everyday
tasks as long as somebody is present who can “push” and “look after”. In the
family’s everyday life, the young people’s need for help is woven into their
relationship to the members of their family. The social relationship also
coordinates the child’s need for help in an everyday structure. It is therefore
difficult for the parents to formulate their child’s need for help quanti-
tatively. Based on the different perspectives, which exist between the
professional staff and the parents, certain communicative difficulties arise
and the interaction gets the character of a social negotiation. They
negotiate whether the everyday life of the housing facility should be similar
to, or different from what the young people are used to from the home of
their parents. The parents advocate the importance of some similarities,
while the professional staff has an opposite opinion. The various actors’
different positions are revealed, among other things, through their use of
language. In some situations, representatives of the housing facility use
concepts, which have a large symbolic value to the professional context.
Because the parents do not have the same understanding of the meaning of
the concept, this use of language contributes to complicate the interaction
and the parties may have difficulties understanding each other.

In order for the young people to get to know each other and even have
the opportunity to discuss different issues before the move, they meet in
small groups, so called companion groups. The interaction between the
young people is focused on finding common ground, but also to try to find
out what everyday life will be like. The young people appear to be conscious
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of the fact that certain changes will occur when they move away from home
and are eager for the changes to happen. In order to maintain some stability,
some want their parents to continue to perform certain tasks. The young
people thus define the future both in terms of similarity and change.

The first probing attempts

During the time immediately after the young people have moved into the
housing facility, the professional staff develops strategies for providing
adequate assistance to the young people in an appropriate manner. The
professional staff tries to maintain the same routine that the young people
are used to from home. On an overall level there is thus a large structural
similarity between how everyday life is organized in the family and the
housing facility. There are however some basic differences in how the
everyday structure is developed and maintained. In their family, the young
people’s need for help was integrated in an everyday structure with the help
of the social relationships. When the young people move into the housing
facility, the relationship is detached from the need for assistance and the
everyday structure. The professional challenge therefore consists of trying to
find other integrating factors, which connect the young people’s need for
support with an everyday structure. In order to find out about every young
person’s habits and need for assistance, an intensive effort of mapping and
documentation is initiated. This leads to the development of an extensive
written culture of information, which may risk reducing the young people’s
room for negotiation and which also portrays the young people’s need for
help in static terms.

The housing facility may be described as a combination between indivi-
dual and collective living. Regulating the relationship between the young
people’s private and public spheres is therefore a recurring theme in the
housing facility. One example is that the professional staff believes that the
young people’s socializing in the common areas should not be of a private
and intimate nature. This type of interaction should instead take place in the
apartments. The staff therefore tries, in different ways, to direct the young
people’s internal socializing in the common areas and thereby “force” what
is private into the apartments. The young people do however appear to want
to use the common room as a place where they can meet friends in a relaxed
atmosphere.

The professional staff does however insist that the young people should
preserve their private relationships and pays attention to situations, which
may threaten to replace private relationships by professional ones. The
professional relationship is thus defined as being an opposite of the private
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one, which may be viewed as an aspect of how the relationship between the
private and public may be defined.

Community, belonging and independence

The young people try, in various ways, to handle the socialization related
to the other youths. The way, in which they spend time together in the
common areas, may be viewed as an expression of how they want to
position themselves in relation to each other. The young people display two
patterns of interaction, the steady visitors and the mobile visitors. The young
people who are part of the first group indicate through their interaction, that
they wish to develop a community with all members of the youth group. The
mobile visitors do however wish to be more reserved toward the communi-
ty. This is expressed through them spending time in the common room only
if certain people are present. Among the mobile visitors there are also
examples of forms of interaction, which aim at marking a distance. There
are however certain situations, which connect the two styles of interaction.
During these occasions the young people help and support each other.

The young people have an ambivalent view of their parents. They wish to
achieve greater independence, particularly regarding the more practical
sides of everyday life, at the same time, as they are eager to preserve the
emotional aspects of the relationship.

“We and them” - a precondition for the constitution of the staff

The professional staff faces several challenges. They are to develop
a common position toward the young people, define future tasks, but also
position themselves as a group. Staff conferences and training sessions are
occasions when the entire staff is together and they thus have a large
symbolic significance for creating a common social identity among the
members of the staff. On these occasions, the professional staff discusses
various difficulties and dilemmas of the work. There are different opinions
within the staff of how the work is to be carried out. In order to resolve these
differences in opinions, certain problems are redefined and are portrayed as
problems that may be solved by establishing clear boundaries between the
young people and the staff. Staff conferences and training sessions have
a strong socializing function, which by being based on a “we and them”
perspective incorporates the professional staff in a social sphere with a spe-
cific professional culture, which creates a sense of belonging.

— 48 -



An everyday life between habilitation and party

One strategy for strengthening the young people’s influence and self-
determination in their everyday life is to create so called habilitation plans.
The goal is for the young people’s needs to be described in concrete goals,
which are possible to evaluate and which are to be followed up a couple of
times per year. The habilitation plans are created in connection with
habilitation meetings, which take place between the young people, their
parents, and the young people’s contact staff. The interaction during the
habilitation meetings are based on the idea that all participants have an
equal amount of power, have the same interests and even the same
possibility to make their voices heard. The actual interaction within the
concrete situation provides a different image. If the parents and the young
person in question do not have a similar idea of how everyday life should be
organized, there is a great risk that the young person’s wishes are ignored. It
is also revealed that the young people are unwilling to promote and uphold
an idea that is different from the one of their parents. The demand for an
ability to formulate concrete goals also makes it difficult for the young
people to make their voices heard. A person is required to be able to
distinguish his/her own need for help from social relationships and context,
which requires an ability to objectify the self.

Situations that are characterized by a relaxed social interaction between
the staff and the young people constitute a contrast to the interaction, which
takes place during the habilitation meetings. They consist of internal parties
either with or without invited guests and even of activities outside of the
housing facilities, like camps. During these times, the social boundaries
between the staff and the young people are relaxed and the social situation
is defined by the concrete events that occur. This type of situations offer
a common breathing space for the staff and the young people and gives the
young people the opportunity to perform activities suitable for their age.

Self-determination, dependency and adaptation

Both the young people and their parents are in a position of dependency
toward the staff. They therefore develop different strategies to achieve
increased room for action. The young people successfully use certain
circumstances in the ideological and organizational context to increase their
freedom of action. The parents use a more general and conventional
strategy, namely to maintain a front, which does not reveal the feelings
behind it. In spite of a great inventiveness and creativity there are however a
few circumstances, which appear difficult to influence, for example
receiving certain forms of assistance, socializing in the way one wants and
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deciding which circumstances should be discussed during the habilitation
meetings.

The parents’ and the young people’s internal relationship is characterized
by a close contact and mutual dependence. This close communication works
as a channel of information for the parents who hereby receive continuous
information about their child’s well being. When the parents perceive that
their child’s well being is threatened, they return to the role of the caregiver.
Some parents do however believe that it is inevitable that certain changes
occur when young people move away from home.

Individual service, institutional learning processes and community,
which supersedes boundaries

The young people’s happiness over having their own apartment is
obvious. Most of them say that they have increased room for action and
more opportunities for privacy than when they lived in their parents’ home.
The young people are very eager to protect their apartment’s private
character, among other things, by deciding who is allowed access to their
home. The young people also have more opportunities than before, to
socialize with friends of their own age. The young people’s internal relation-
ships are however, of a contradictory character. They may constitute a po-
tential for liberation and support, but may also contribute to the experience
of increased vulnerability. There are nonetheless, situations where all the
young people appear to enjoy each other’s company and benefit greatly
from it. These occasions may be related to the young people’s experiences of
having a disability and the fact that they are all in the same phase of their
lives. They also appreciate opportunities to plan and participate in various
activities, both inside and outside of the housing facility, with people of the
same age as well as with the staff. The young people prefer to socialize in
the common areas. Some use them as an extension of their own home and
want to spend the majority of their spare time there. Others use the common
area as a meeting place to meet certain preferred people, or to talk for
a while. The access to the common areas may serve to regulate the
relationship between closeness and distance to their friends.

The young people have an ambivalent relationship to their parents. They
wish to have more independence at the same time, as they are very depen-
dent on their parents’ care. This dependence is reinforced by the fact that
the young people may have trouble getting certain needs fulfilled by the
housing staff, in particular of an emotional and intellectual character.

The young people’s right to exercise individual self-determination in their
everyday life and have a protected private life is emphasized in different
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contexts in the housing facility. The staff therefore develops various strate-
gies to define or rather to separate the everyday life into public or private
spheres. This may create certain complications, in particular in cases where
the young people do not have the same idea of how the relationship
between private and public is to be regulated. If the staff’s interpretation is
given precedence, it may mean that the young people’s private spheres risk
developing into an empty social space.

Even the young people’s possibilities to achieve individual selfdeter-
mination in their everyday life are however connected to certain difficulties.
A few processes are created, which contribute to maintain the myth of
individual self-determination, despite the fact that the young people are
subjected to collective disciplinary structures. They may be viewed as insti-
tutional learning processes, which force the young people into a collective
individuality. The processes aim at regulating how the young people should
take care of their apartments, what type of assistance they may receive and
how the young people should socialize in the common room.

When there are previously established ideas of what an everyday life
should be like, there is a risk that the relationship between the young
people’s need for assistance, their social relationships and context is sepa-
rated. These situations also contribute to reinforce the staff’s position of
power. The everyday life in the housing facility is however also charac-
terized by the opposite, when there are situations, which integrate the young
people’s need for assistance in an everyday structure. These situations are
characterized by a flexible process of definition, which is based on concrete
circumstances and events. During these occasions, the young people and the
staff have more equal positions.

The differences that exist, between the family’s everyday life and the life,
which is established in the housing facility mean vast changes for the young
people who may appear in more need of assistance than before. The staff
attributes this to the young people’s deficient personal competence, while
several parents believe that the staff works in a way, which is not sensitive
enough to the problems, created by the young people’s disability. Even
though the parties represent contradictory perspectives, they do however
have a common stand point, which is to let the practical sides of everyday life
symbolize and constitute a way to measure the young people’s ability to be
independent. An alliance is thus created, which may unintentionally limit the
young people’s developmental opportunities.

But how do the young people handle these demands? Some of the young
people are defiant and refuse to let the practical sides of everyday life
dominate their existence. Because they thereby reject their legitimacy, they
do not allow their personal competence to be judged according to these
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criteria. They often try to avoid these types of demands and mark their
dissatisfaction with anger, grumpiness or obstinate silence.

There are however also young people who do not openly challenge the
established demands, but who appear to accept the interventions of both
parents and staff. They generally, but not always perform the tasks that are
given to them. In cases, when this does not occur there are no open protests
or other obvious signals, but they instead “slide away”.

The young people’s internal relationships are of a contradictory
character. They may constitute a potential for liberation and support, but
also contribute to the experience of increased vulnerability. The socializa-
tion with the others does however give the opportunity for spontaneous
friendships, which is something the young people did not have access to
when they lived at home.

Some concluding reflections

We have in this study, received an insight in the everyday life of
a housing facility directed by the “good principles”, because the professional
staff has expressed ambitions to respect the young people’s right to personal
integrity and to work in a way, which allows for increased self-determina-
tion. In spite of this, certain complications do arise.

Moving away from home means a great adjustment and change for the
young individual. It also constitutes the beginning of a process that means
that the young persons should be given the opportunity to explore
themselves and their relationships with their families and the rest of the
world based on earlier experiences, personal qualifications and wishes. But the
young people’s room for action is at risk of being limited because other people
have preconceived notions of what the everyday life should look like.

The study does however also indicate that there is potential within
situations of social interaction between the young people and the staff,
which are characterized by flexibility, continuity and mutuality. The young
people then have access to events that give new experiences with regard to
their own ability, to other people and to the rest of the world.
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ZAKONCZENIE RELACJI CZY ZMIANA - KIEDY MLODZIEZ
Z NIEPELNOSPRAWNOSCIA UMYSLOWA OPUSZCZA DOM RODZINNY

Stowa kluczowe: niepelnosprawnosc¢ umystowa

Streszczenie

Artykul dotyczy sytuacji grupy miodych oséb z niepelnosprawnoscia
intelektualna, ktérzy po wyprowadzeniu si¢ z doméw rodzinnych rozpoczeli
nowy etap swojego zycia w hostelu dla oséb z niepelnosprawnoscia
intelektualna. Nalezy zaznaczy¢, iz w krajach skandynawskich hostele takie
sa powszechnie dostepne i wigkszo$¢ oséb z niepelnosprawnoscia po
osiagnieciu petnoletnosci przeprowadza si¢ do takich doméw - w ostatnich
latach zamieszkalo w nich ponad 5 000 oséb. Przeprowadzone badania
mieszcza sie wiec w nurcie wspolczesnej polityki spolecznej Szwecji, w kto-
rej podkresla sie zwlaszcza idee integracji, normalizacji i zapewnienia
mozliwo$ci samostanowienia osobom z niepelnosprawnoscig intelektualna.

Hostel w ktérym prowadzone byly badania skiadatl si¢ z 13 samodziel-,
nych, jednoosobowych pokoi oraz szeregu pomieszczen wspélnych (pralnia,
pokéj dzienny, kuchnia, pokdj rekreacyjny). W artykule om6éwiono w szcze-
gélny sposéb kwestie relacji pomiedzy osobami niepetnosprawnymi,
personelem hostelu i rodzicami oséb niepelnosprawnych. W prowadzonych
badaniach szukano odpowiedzi na pytania o to, jakimi normami i prawami
kieruje sie mlodziez mieszkajaca w hostelu, jak ksztaltujg si¢ relacje emo-
cjonalne i zaleznosci miedzyosobowe oraz jakie sa mozliwosci samosta-
nowienia mieszkajacych tam oséb. W badaniach zastosowanc metode
jakosciowej analizy danych, zebranych dzieki trwajacej dwa i pét roku
obserwacji uczestniczacej oraz 28 wywiadach z mieszkaficami hostelu, ich
rodzicami i personelem. Zebrany material poddano analizie i zaprezento-
wano w zakresie nastepujacych zagadnien: uwarunkowania dojrzatosci do
nowej fazy zycia i podjecia decyzji o zmianie miejsca zamieszkania,
warunki powodzenia pierwszych préb samodzielnego zamieszkania oséb
z niepelnosprawnoscia, zakres poczucia przynaleznosci, wspdolnotowosci
i niezaleznosci odczuwany podczas mieszkania w hostelu, rola i zakres
zadan personelu, mozliwosci samostanowienia, zakres zaleznosci od perso-
nelu i warunki dobrej adaptacji 0s6b niepetnosprawnych i ich rodzicéw do
nowych warunkéw zycia. W podsumowaniu autorka stwierdza, ze chociaz
mozliwoéé zamieszkania w hostelu jest postrzegana jako szansa samo-
dzielnego zycia i samostanowienia dla osoby njepeinospr.awnej, pomimo
dobrej woli personelu i ich kompetentnej pracy, osoby z niepelnosprawno-
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scig majq zbyt mato szans na samodzielne podejmowanie decyzji o wtasnym
zyciu i realizacje wlasnych planéw. Warunkiem zmiany tej sytuacji moze
by¢ zmiana relacji spotecznych miedzy personelem a mieszkaricami, ktére
w wiekszym stopniu powinny opierac sie na zasadach statosci, wzajemnosci
i elastycznosci.

10.

11.

12.

13.

(streszczenie Ewa Domagata-Zysk)
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