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FOREWORD

EU-Project STEPS has consisted of representatives from disability services in five
european towns, Barcelona, Hamburg, Liding6, London and Rotterdam. It has been
coordinated by a group from Hamburg. The work was carried out as national STEPS
projects, dealing with local issues relevant for the major aim of STEPS. The project period
has been two years, ending in 2004.

During these years STEPS/Lidingd has been the national Swedish project. The
aim of this has been to develope disability services to increase the influence of persons
over their everyday life. A group of persons with disability has therefore been the core of
the project. Each has had a representative during the project, a family member or a formal
representative. As the services in housing and daily activities of persons were involved,
staff from these together with some administrating them, have also been part of the
project group concerned with STEPS/Lidingé.

The project has been coordinated from Department of Education at Uppsala
University by project director Kent Ericsson. Two representatives from the town of
Lidingd, Kerstin Lundberg, responsible for disability services and Adriana Buzea, respon-
sible for economy of these services, have made up the management group. Patricia
Ericsson of Skinfaxe Institute has been the consultant to the project as regards the working
method being used. STEPS/Lidingd is presented in more detail on the web-site
www.skinfaxe.se

There has been a high degree of committment to the project by persons, their
families and representatives, and by staff. This has contributed to a most interesting and
promising result. In the final meeting when the results were presented to the project
group, persons expressed regrets hoping that their influence over everyday life would not
end. Promises were given though that the work of the project would continue! We would
like to thank all members of the project group who have been part of making up this
project. We would also like to thank for funds being made available for STEPS/Lidingd
from the anti-discrimination program of EU, together with additional funds from
Skinfaxe Institute, Uppsala and the Town of Lidingo.

Uppsala and Liding6 in September 2004

Kent Ericsson

Department of Education, Uppsala University
P O Box 2109, SE-750 02 Uppsala, Sweden

kent.ericsson@ped.uu.se



INTRODUCTION

In this report the work of Project STEPS/Liding6 is presented. As will be seen three types
of tasks, all connected to each other, have been part of the project. These will be presented
in the report though as three separate parts.

In part 1, the Swedish disability reform is presented. There an analysis is made
of changes which have taken place, resulting in the dissolution of a regional special
service, to the development of disability services in municipalities, using the general
welfare services of the public. As the responsibility of municipalities is a fairly recent
event, some discussion is given to the possibilities of these services to meet the needs of
persons. A discussion is also given to the possibilities for community based services to
realize the idea of a more normal life for persons. The Swedish disability reform is here
seen as a shift between two traditions of support, indicating fundamental changes of
disability services. The consequences for the issue of quality is being discussed. Together
this part 1 sets the model for present day disability services.

In part 2, disability services in the Town of Lidingd are being presented. As part
1 presents a model for disability services, part 2 should be seen as an illustration of how
this model has been implemented in a municipality. The main facets of the present dis-
ability act is described to start with. A presentation is then given of how disability services
are being administered. To further illustrate these disability services some models of
housing and daily activiteis are given together with comments on their use by persons.

Part 3 presents the empirical work carried out by STEPS/Lidingd. Recognizing
the development of a community based tradition of disability services, the need for
persons to have an influence over one’s everyday life is seen as a critical part of disability
services. This idea is taken as the starting point for developing a way of running disability
services. A new method is introduced, seasonal conversations, involving persons, their
representatives and staff. Experiences from these conversations during a working year
shows that the possibilities given to persons to influence one’s everyday life, is most
important.
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THE SWEDISH DISABILITY REFORM

Kent Ericsson

Support from society for persons with intellectual disability has undergone a dramatic
change which culminated, on the last day of December 1999, with the termination of
residential institutions as a form of service for these persons. From then on, only commu-
nity based services were recognized as applicable for persons requesting support. Of
course this was not a sudden or unexpected decision. The actual transition from institu-
tional to community based services had been taking place for three decades, during the
70:s, 80:s and the 90:s. And even this process of change had begun much earlier. The first
time criticism of residential institutions had been publically voiced can be found in an
official enquiry in 1946 (Ericsson 2002).

In the enquiry of 1946 a new socio-political idea was presented. This pointed to
the right of persons with a disability, irrespective of type, to use the modern welfare
services which were to be developed in the welfare society being established after the
second world war. By availing of public services, it was hoped that this would lead to a
more normal life for persons and that they thereby would experience the same welfare as
that being offered to the public at large. There was also a value dimension attached to this
new idea, namely that it was a democratic right for persons with a disability to use these
welfare services. Consequently they were recognized as members and full citizens of
society. This new idea was, however, only applicable to those seen as “partially able-
bodied”, the expression of the time used for those with only a limited need for support.
This new idea was called the normalization principle.

In the 40:s this principle characterized an idea, a vision, for new services and
for a better life for persons with a disability, a view of life promoted by the disability
movement of the time. Reality was, of course, another thing. During the second half of the
19" century residential institutions had been established and an institutionally based
service was still dominant during the first decades of the 20" century. In the 40:s an
institutional life, characterized by deficiencies and poor living conditions, was the only
alternative offered to persons with intellectual disability. The realities of an institutional
tradition, and reactions towards it, as expressed in a new socio-political idea represents
therefore the commencement of the Swedish disability reform which has continued for
more than 50 years.

The means by which this change has been implemented has been through a
series of Acts of Parliament, these being the official guidelines of society, setting the rules
and providing the regulations for the delivery of services in all its aspects. Four acts were
introduced, in 1954, 1967, 1985 and 1993. In consequence of their introduction a gradual
shift towards community based services has taken place at the same time as institution-
ally based services have been phased out. The act of 1997, enforcing the closure of resi-
dential institutions as a service, dealt only with this issue.

Kent Ericsson: The Swedish disability reform



The Acts of 1954 and 1967 stipulated the full responsibility of a special organi-
zation at county level, a regional organization, for persons with intellectual disability.
Other welfare services were therefore relieved of any responsibility for these persons. This
situation changed with the Act of 1980 which stipulated that the municipality had the
ultimate responsibility for the welfare of all its inhabitants, including persons with a
disability. This had consequences for the Acts of 1985 and 1993 which required that a
special organization took responsibility for this special support which is supplementary to
the welfare services as regulated by the Act of 1980.

In accordance these Acts specified that all persons with intellectual disability
had the right to live the normal life in the local community to which they belonged and
were to receive support through the local welfare services. The right to lead the normal
life in the community to which he belongs, led to the closure of residential institutions.
The person’s right to use the local welfare services led in turn to the dissolution of the
special county organization and, for the first time, the municipality was given responsibil-
ity for this group of persons. Through these measures important steps were taken towards
the realization of the vision expressed by the normalization principle of 1946.

The first stage of the disability reform, the closure of residential institutions,
took place during the 80:s and 90:s. The key to this was the development of community
based services for all persons, even for those with an extensive need for support, those
who traditionally had been seen as belonging to the institution. This shift from institution-
ally to community based services was carried out by the special disability organization of
the county.

The second phase of the disability reform, the realization of the responsibility of
local welfare services to accommodate persons with an intellectual disability, has now
formally taken place. The municipalities have now full responsibility and the special
county disability organization is dissolved. The task that lies ahead is to develop local
welfare services which meet the needs of persons with an intellectual disability.

The implementation of the disability reform has taken place by means of what
can be termed social innovations. Community based services had to be developed in
order to create an alternative way of channelling the support from society outside of the
traditional institutions. When this transition began little was known about how to realize
it, but gradually ways have been found in which to organize support outside the institu-
tions. To-day, for example, education is provided in ordinary schools, support to families
is available, there are group-homes which make a personal home a reality and day serv-
ices are established to provide purposeful daily activities.

Characterizing the change which has taken place during these more than 50
years, one can talk about a shift between two traditions of support. An institutional
tradition grew out of the middle of the 19™ century and a community tradition emerged
from the reforms of the mid 20" century. The two traditions differ with regard to their
view on the relationship between persons with a disability and society. While exclusion
was the implication of the institutional tradition, inclusion into society is characteristic for
the community tradition. In spite of the difference, both are a logical and a natural re-
sponse to the conditions of different times and societies.

The actualization of this disability reform requires a development away from
exclusion and towards inclusion into society, this being the major task for the realization
of a shift between the two traditions of support. On an individual level participation and
inclusion into community life needs to increase. On an organizational level forms of
services need to be found in the community which contribute to participation and inclu-
sion of persons, at the same time as institutionally based services are dissolved. By
reference to these different perspectives attention has been given to the change occurring
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on a cultural level. A citizen perspective needs to be formulated and developed at the
same time as a deficiency oriented perspective, focussing on the person’s lack of compe-
tence, needs to be discarded!
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COMMUNITY BASED SERVICES AND
THEIR CONTRIBUTION TO A NORMAL LIFE

Kent Ericsson

A new socio-political idea

There is a relationship between the role attributed to the person with intellectual disabil-
ity and the form given to services. The inhuman living environments were for example
created when these persons were seen as inhuman. It is the church which gets the respon-
sibility to organize support when society sees persons as the “child of God”. Services are
given a medical character when intellectual disability is seen as a medical problem and
training programs are dominating services when the developmental model is applied by
the educationalists.

The new idea, which was formulated at the beginning of the Swedish disability
reform, saw these persons as citizens with a right to live the normal life lived by others.
This meant that they would get the opportunity to live where others lived, to work where
others worked and to participate in the community life lived by others. Support for this
life would come from the welfare services arranged for others.

The first step towards realizing this idea of the normal life came with the
introduction of non-institutional schooling. This occurred on a voluntary basis by some
communities in the 30:s but became imperative with the Act of 1954. The school-child
then lived in his family and went to school during daytime, just like all other school-
children. When the child became an adult and no longer had the school to go to during
daytime the need arose for some other form of activity away from home, during the day.
This started the movement which led to the introduction of occupational homes, localized
to places in the ordinary community. These were legislated through the Act of 1954.

After having lived in the family home as an adult for some time, having day
services outside the home, the need arose to get some form of housing of one’s own.
Gradually this led to the arrangement of housing with support. In the beginning support
was given by another family but soon staff was introduced. With housing and daily
activities, both functions with support, the first and rudimentary steps were taken during
the 50:s to set up what we today will call community based services.

During the 50:s and 60:s the normal life was also introduced when new residen-
tial institutions were built. They got their physical structure stimulated by this idea. There
it meant that one separated the wards from the school, the daily activities and the shel-
tered workshops. But this normal life only took place within the grounds of the residential
institution. This is the background against which the 1969 version of the normalization
principle was formulated.
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The right to the normal life for all, irrespective of degree of disability, came
with the closure of residential institutions. During the 80:s and 90:s community based
services were established as alternatives to the institutions so as to make the normal life
possible even for those with a severe disability. These steps taken were important but
services were still special in the sense that they were organized by the special organiza-
tion for persons with intellectual disability, run by the county. Shifting the responsibility
of disability services from this special regional organization to the local welfare services of
the municipality, is therefore a contribution to the fulfilment of the idea of the normal life.

Everyday life through housing, daily activities and community participation

With an ambition to give support to the person with a disability to lead a more normal life
one must clarify some of its characteristics. The major part of the normal life consists of
two functions, a place for a home and another place for work. A person therefore needs
some form of housing where he can set up his home and he needs a place outside his
home where he can work.

There are differences as regards the character of these two parts of everyday
life. The home is the place of a person where he is private. This is therefore the place
where he can lock the door behind himself and live the life he wants, without someone
observing or intruding. He also gives his home a personal character as regards for exam-
ple choice of furniture and other belongings. The place of work of a person is character-
ized by the fact that he is employed and he has the task of doing a job to earn his living.
Therefore he is related to others and has got a more public role.

With these two functions as a platform he also participates in a number of ways
in the life of local community. This takes place during the free time of a person, that is
during evenings and week-ends when he is not at work or carrying out activities in his
home. It is during this time of the week that he can do his shopping, see friends and
family or enjoy activities for recreation and leisure. But there is also participation in
community life during other parts of the day. Going to the dentist, visiting the local health
centre or seeing a therapist are just some examples of functions which takes place during
daytime, the time when a person usually is at work. Naturally this everyday life will vary
between persons as they have preferences about how to live, to work and how to relate to
local community.

In a study of persons with intellectual disability a structure was given to
everyday life (Ericsson 1993). Four areas emerged as important when this life was to be
described. The two main ones are the person’s housing and home (A) and his daily
activities (B). In addition, the person’s contacts with community life is seen as important.
As this can emanate from the home as well as from the place for daily activities, two
aspects can be described, participation in the life of local community through the home
(C) and through daily activities (D). These four areas can be said to describe a person’s
daily life with regard to how he, in time and space, participates in and avails of settings,
environments and activities during the day.

Eleven dimensions were chosen to characterize everyday life. “Activities in the
home” (1) related to the activities of everyday life of the person in his home. This one was
part of area (A), housing and a home. Participation in community life through the home
(C) was covered by five dimensions. “The person and the neighbourhood” (2) illustrated
his contacts with neighbours. “Recreation outside the home” (3) characterized the leisure
activities in which the person participated. “Commercial services” (4) gave attention to
the extent of the person’s participation in shopping, for example for food and clothes.
“Social contacts” (5) pointed to relations with persons outside the home, e.g. relatives,
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representatives or others who play a vital role in the person’s life. “Services for personal
well-being” (6) paid attention to whether the person benefited from services which
contribute to his health and social well-being.

A person’s life during daytime was characterized by the “person’s daily
activities” (7), the number of activities in which the person participated during a week.
This is the area (B), daily activities. Participation in community life through daily activi-
ties, area (D), was made up of two dimensions. “Places and environments for daily
activities” (8) and “social contacts in connection with activities” (9) pointed to the rela-
tionship to the environments where these activities took place.

While this example gave attention to the everyday life in time and space, these
dimensions can also be described with regard to its quality. Three aspects were found as
important, namely material standard, the nature of existing social relations and personal
influence and integrity.

Services to realize a more normal life

If a more normal life is to become a reality for a person with a disability support must be
channelled to places which make up the normal life. Support for housing need to be
localized to housing-areas, where others live. Support for work, or some other form of
daily activity like school or day service, needs to be localized to those places in a commu-
nity where others go to school or where they have their place of work. Support must also
be found in local community where the person wants to participate.

This has led to the creation of two forms of community based services for
adults, housing with support and daily activities with support. These are two services,
contributing in different ways so as to realize the two basic functions of the everyday life.
As these are two forms of services, there are two different staff-groups who deliver
support needed. Housing with support has the task of contributing to a home of the
person and to his participation in community life. If the person has got an employment in
the open or the sheltered labour market, then this takes place outside disability services.
But if the person hasn’t got a job because of his disability, he is in need of support during
daytime. Daily activities with support has the task of contributing to a good life during
the five days of the week by offering a set of purposeful daily activities.

The residential institution had the task of offering support during the 24 hours
of the day, if that was needed. Today when these institutions no longer exist, it is the task
of these two community based services to offer support during the full day and night for
those persons who have got a need for this.

Housing with support

Today when this service has been in use for several decades, and persons with all forms
of disability live where others live, one will find a broad variation of housing with sup-
port. It is therefore not possible to describe this service in a simple way. One will find
though that housing with support can be described in a number of dimensions (Ericsson
1996).

Type of house will vary as you can find that an apartment, a villa, a semide-
tached house and a cottage is being used as housing for persons with an intellectual
disability, that is all the forms of housing you will find in a community.
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The persons in the house will make up its character. Their needs for support is
one aspect as some will have a mild, others a more severe disability. Another aspect is the
number of persons living in the house as there might be a single person or a group living
there. If a public service has set up the house, today the group mustn’t be larger than 5
persons.

The staff-group giving support is related to the needs of persons. If they have got
extensive needs for support, the staff-group must be larger while if the needs are limited,
the staff-group will be smaller. Another aspect of staff is their location in relation to
persons. Some, because of their disability, need to have a close contact to staff and these
must therefore be in the same house as the person. But there are also persons who manage
quite well on their own and only need to have staff outside the house, on call if needed.

Location of the house is another dimension of housing with support. Type of
housing-area is one aspect and the choice of this will depend very much on type of house
which will be used. But there is also another aspect of location and this relates to the
proximity to neighbours. To live where others live should be seen as a general ambition.
There can be situations though which demands that the house of a person is set up in
such a way that his disability, or unusual demands from a neighbourhood, does not give
cause for conflict. This must be avoided and can therefore lead to the choice of locating a
house to a place some distance away from neighbours.

Ownership also describes housing with support. The public disability service
is naturally an owner of a large number of houses. But they can also be owned by the
persons themselves, while the support of staff comes from the disability service. There
are also examples where a group of parents buy a large house and rents this to their
sons and daughters.

This multi-dimensional approach to the creation of a home for a person with
an intellectual disability, naturally leads to the consequence that there is no single type
of house which can be seen as suitable for this group. Instead housing and a home is
personal. In a municipality, in a housing-area or a part of a community, you will there-
fore find a number of different types of housing. A staff-group who has got the responsi-
bility to deliver support to several persons may find themselves being related to several
types of housing. For administrative reasons there are also possibilities to create groups
of housing with support, where this comes from the same staff-group.

The idea of the normal life has consequences for the life in the home. This is no
longer a place of care of someone with a disability but a place for a person to lead the
normal life he would like to live, naturally with the assistance of staff. The activities of a
home will be the ones enjoyed by this person. The usual ones are of course the making of
the meals. He also need to take care of his clothes and to clean his home. This is also a
place for leisure and relaxation. Personal hygiene and care naturally takes place in the
home and what others do behind their closed bed-room door, is also done by these
persons.

To staff in housing, there is also the task of assisting the person as regards his
free time during week-ends and the evenings of working-days. This is the time when he
participates in commercial services, leisure activities and when he makes cultural experi-
ences. This is also the time when he meets his family and friends. For staff this represents
a substantial social dimension of work, which makes working in housing to something
more than just being put in a job in a house. At the same time all aspects of participation
in community life need not take place with the assistance of staff. An important task is to
mobilise the family and the social network of the person, to take a responsibility for some
parts of his life.
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In the frame-work of the community tradition this is a personal home, not a
place of “care” or “training”. You eat your food not to be hungry, you do not have “meal-
training”. You take a shower because you want to be clean, not to have “hygiene-train-
ing”. You take part in the activities of your home because these have to be handled, not to
have “ADL-training” (ADL.: activities for daily life).

Daily activities with support

As this is a service its task is to contribute to a good life for the person with a disability.
This is done by organizing and offering purposeful daily activities during the five days of
the week to those who have been given the right to avail of this day service. One cannot
point to any particular activity as being suitable. The activities in which a person will
participate are instead related to his needs of support and his requests for a good life.
Purposefulness is therefore not a characteristic of an activity but a relationship between
the activity and the needs and requests from the person.

As all adult persons with an intellectual disability have the right to this service,
one will find a broad variation of activities. A person with a mild disability may partici-
pate in activities of a productive nature, while some other with a more severe form of
disability will participate in those which will contribute to his personal development. The
description of this service in Lidingd gives an example of activities which can take place.

Originally this service was organized as a day activity centre, a house built for
this purpose. In this, activities were arranged by a group of staff, with the resources which
were allocated for this purpose. Those persons who had been given this service spent the
five days of the week at the day activity centre, occupied with the activities available. The
basis for the choice of activities for a person was a process of matching the needs of the
person to the activities available. This led to an activity programme for the week. The size
of the centre would vary as it was related to the number of people in the community
which were in need of this service. Centres can be found with 10 as well as 60 persons.

The experiences of Liding6 represent an important new aspect of organizing
disability services. While the day activity centre was a natural way for a county to estab-
lish this service, there are other conditions in a local community. The county covers
several municipalities and has therefore not got local knowledge enough to be able to use
local resources. The most easy way for them was to solve the task by building a special
house and call it a day activity centre. The municipality has instead got relationships to
local business, local organizations and local municipality services. Thereby activities,
environments and persons from the local community can be found and make up the local
resources which can be used when organizing daily activities. As local environments are
available, it is not even necessary to build the special house where the day activity centre
is located.

For the local community it is more logic to organize this service as a number of
activity groups (Ericsson 1991). This will enhance an ambition to participate in commu-
nity life. An organization for daily activities will then consist of several groups, the
number depending on how many persons have got the right to avail of this service. These
activity groups will be localized to different places, dealing with different activities and
with a variation of staff support, as the persons making up these groups have different
needs. This will be illustrated later on as this is the way which Lidingd has organized this
service.
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The roles of housing and daily activities

This way of organizing community based services for adults has the consequence that
there are two services which deliver support to a person (Ericsson 1997). The transpar-
ency between these two services is an alternative to the closed nature of the residential
institution. As there are two staff-groups in this system of services, one delivering support
through housing and the other through daily activities, the person’s needs and requests
are debated on a daily basis. This should then lead to an ambition to further the life of the
person.

For staff this has meant a professional development as the rather diffuse role of
someone giving care, has been clarified. Staff in the house is there to assist the person to
lead the life lived in a home. Staff employed in the day service has the task of developing
and delivering purposeful daily activities.

Services for personal development

The life lived through a home, daily activities and participation in community life, is
lived by all persons with a disability. However, the variation is large between persons
because of differences as regards needs and preferences for support. But there is also a
need for personal development emanating from the disability of the person. As the
disability is personal, there is no one service which can deal with this type of needs. Apart
from the intellectual disability, which will vary as regards type and degree, the person
may have additional disabilities for example with sight, hearing and mobility. He may
also need help with the furthering of his social well-being and personality.

These are all examples of needs which demand professional support outside
home and daily activities. Therefore the person will turn to those generic organizations,
those which has the responsibility for the welfare of the public. Social services will assist
in some cases while health services, like the district nurse, the local health centre and the
various clinics of the hospital, will assist in the areas where they have got competence. To
stress their responsibility for all citizens, even those with an intellectual disability, the
Acts of Parliament which sets the rules for these areas clearly states the right of persons
with a disability to use them.

The process leading up to services

Organizing services for a person with a disability is the result of a process which is being
influenced by a number of factors, some contributing others hindering a positive out-
come. Without making a full analysis, it must be pointed out that there is a demand for
competence as regards community based services from staff and the organization for
disability services. This is a period of transition from institutionally to community based
services and one must be very clear about the direction of development and the sort of
working methods and instruments needed to fulfill the new objectives.

One critical aspect is the perspective out of which the person and his disability
is being defined. It has been mentioned that the logic of the community tradition comes
out of a citizen perspective, when one sees the person as a citizen with a right to the
normal life and the use of general welfare services. Conquering this perspective for staff
and concerned people is one of the difficult tasks of this process of transition.

A factor which is brought forward in this tradition is the issue of influence and
control over one’s life, from the person with a disability together with his representative,
in the process leading up to his services. When one sees that it is a natural thing for any
person to have some control over one’s life, he is invited to be part in the development of
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his services. This is not only a correct thing to do but it also contributes positively to the
services being established as their degree of personal character, and thereby their quality,
is increased.

When all persons with an intellectual disability have got the right to participa-
tion in community life, the degree of disability becomes a factor to handle when services
are being organized. It is possible also for persons with a severe disability to participate
and to receive support through community based services. But it becomes difficult to
create personal services for these persons, as the present knowledge generally about
severe disability is limited, as is the knowledge about the needs of a single person. When
these persons are concerned there is a need for a strong commitment to realize a good life
and a work which must be seen as a long-term task.

There is naturally an economic factor in this process of setting up community
based services. At the same time this is said it must be pointed out that this is nothing
special with these services. There is always an economic issue present when giving
support to persons who do not themselves earn their living. It can even be argued that
community based services are less demanding economically as the normal life which is
being organized is using the normal structures of society. When institutionally based
services have the ambition to contribute to the normal life of persons they have to create
them artificially. The quality of services is however higher in community based services as
the normal life and a higher degree of personal services is present and this has economic
consequences. But this does not only concern community based services as a similar
degree of quality in institutionally based services would also be economically demanding.

As the form and content of community based services are closely related to the
type of community where they are being organized, support to the person will have a
local character. This means that type of housing will differ between communities, as a
cottage in a village in the countryside may be the normal type of housing in this place,
while an apartment in an residence for many families is the normal basis for a home in a
large city. The same applies for daily activities. Those which are the more common forms
of employment in a community make up the possible jobs from which daily activities are
chosen. Persons living in the village and in the large city will therefore have different
types of daily activities. It is important though to see that it is the same principle of
community based services which is applied in the village as well as in the large city. It is
the realization of the same idea, that of the normal life, which will differ.

Conclusions

In this process of transition between two traditions of support there are a number of
conclusions which could be formulated, some will be referred to here. If there are commu-
nity based services offering support to the extent that the needs of all persons are met,
these services can constitute a full organization of disability services. Then there is no
need for the residential institution! Persons with a disability are in need of support. If
society chooses to localize its services to an institution, people will have to go there. If on
the other hand services are localized by society to ordinary community, people can live
there.

The key to a successful shift from institutional life to community participation
lies in the creation of community based services. The person is of course in need of
support and when this is available outside the institution, he can move to a new life. But
as long as there are no alternative services, he will stay behind in the institution. When all
persons have received services for participation in community life, the institution can be
closed. But not until then!
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A process of transition is facilitated if people who are concerned get the oppor-
tunity to participate. They will then have a role in the creation of community based
services and they will understand and see in a concrete way what services are being
offered as alternatives to the institution. They will also have a possibility to compare these
two types of services. Families can be involved in planning the new life of their son or
daughter and staff will contribute with their knowledge. The person with a disability has
needs which have to be met and these have to be identified. The more close the relation-
ship is between needs and services, the more successful will the new life become.

There is always a risk that the institutional tradition is being reproduced into
the new community based services. This take place if people with an institutional back-
ground becomes too dominant in the creation of the new services. Even if there is a good
will and ambition, one must recognize that there are limitations to have been running a
residential institution if participation is to be achieved. To create good community based
services, one must invite people with knowledge of town-planning, good housing and
how to create jobs and welfare to people. For this there is often need for competence in
social and community matters. The competence in this process of transition therefore
needs to be broad, encompassing a wide variety of people.

We also have an institution in our mind! Even if the process of closing the
physical institution is difficult, it is even more difficult to close the institution in the minds
of people! One can see this as a change of perspective. How the issue of intellectual
disability and the lives of these persons is seen will depend on the perspective of a per-
son. The competence perspective of the institutional tradition, focussing the deficiencies
of the person, needs to be dissolved and a citizen perspective needs to be conquered,
stressing the rights of the person to the normal life.

It is easy to believe that the task is finished when the institution is closed.
Unfortunately this is not the case. This is the time when the work starts. The dissolution
of the institution was the means by which the normal life in ordinary community was to
become a reality. So when the person has left institutional life, the works starts to establish
the normal life for this person which was the ultimate goal of the shift between the two
traditions of support.
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3

CONDITIONS FOR DISABILITY SERVICES
IN A MUNICIPALITY

Kent Ericsson

The Swedish disability reform has consisted of two major changes, the closure of
residential institutions and the shift of responsibility from county to municipality. The
first one has previously been covered extensively (Ericsson 2002). Because of the special
county organization which was to meet all needs of the person with intellectual disability,
local welfare services has been free from a responsibility for this group. Suddenly, at least
this was how many saw this transition, they were to take a welfare responsibility for
them. In many places there were, and still are, questions concerning the reasons for this
transition as one does not see its logic. There is therefore a need to look into this part of
the Swedish disability reform.

The shift of responsibility from county to municipality

From the middle of the 19" century until the second half of the 1990:s a special county
organization had the responsibility of society to run services for persons with intellectual
disability. As was seen the normalization principle of 1946 argued for the right of persons
with a disability, at least those with a mild one, to use the welfare services which were to
be set up for the public. At that time this was an idea, a vision for a possible development
of society. The Social Act of 1980 can be seen as realizing this idea as it contains the
legislation which points to the municipality as responsible for welfare for all citizens, also
those with a disability residing there. This became the legislative basis for dissolving the
county organization.

During the past five decades a new perspective was gradually brought into
these services, seeing persons as citizens with a right to the normal life of others. Housing,
daily activities and participation in community life for a person became the new goal to
strive for. In the end there was also a realization in the special county organization that
the right conditions for these new goals to be realized did not rest with them but with the
municipality. This is the organization which has close contact with housing issues and
with local business where there are places for work and day services. The municipality is
also the body which has the task of facilitating recreation and leisure for the public.

The transition from county to municipality took place by handing over the
community based services established by the county, to the municipality where a service
was localized. This meant that local welfare services suddenly became in charge of a
number of group-homes and day activity centres. There was also a change of taxation as
the county tax was reduced and municipality tax was increased to finance these new
services. The special county organization was dissolved at the same time as local welfare
services got this new responsibility.
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Legislation

General and special acts

The Social Act of 1980 (SFS 1980:620) gave the foundation to the two disability acts which
followed in 1985 and in 1993. Today there is a debate about whether there is a need for a
special disability act. Would it not be enough with the general act of 1980? One argument
brought forward which support the special act is that the needs of those with a severe
disability must be given special protection now when institutions no longer exist.

In these acts the relationship between the person with a disability and the
organization offering services is clarified. He is to apply for support and this is to be
offered to him. If there is agreement between these two parties the process to realize what
has been offered will continue. If there is disagreement about the decision of support, they
can go to an administrative court to test this decision. One significance of this is that the
citizenship of persons with intellectual disability thereby is publicly recognized. A
consequence of this is that the person will need a representative to request support need
and to test the decision if he chooses to go to court.

This gives the logic to present legislation. The social services offered by the
special act of 1993 should be seen as additional services to what is regulated in the acts,
regulating welfare services for the public. The social act, the health act and the school act
are just some examples of acts which had to be rewritten so as to clarify their
responsibility for persons with intellectual disability, in the same way as for other
members of society. What we can see here is the realization of the original idea of 1946,
expressing a vision of how welfare services for the public are to be used for persons with
a disability.

One must keep in mind that this comment concerns legislation, the formal rules
for how society is to relate to persons with intellectual disability. For the person the
important issue is of course how this has been interpreted and implemented in his
municipality so as to offer him his support. The task facing municipalities today is to
develop the new services and the new methods needed to make the ideas of current
legislation a reality.

Some aspects of the Act of 1993

This act (SFS 1993:387) is applicable to three groups of persons with a disability. This is
expressed in its first paragraph:

This act contains provisions relating to measures for special support and
services for those 1) who are mentally retarded, are autistic or have a condition
resembling autism, 2) who have a considerable and permanent intellectual
impairment after brain damage when an adult, the impairment being caused
by external force or a physical illness, or 3) who have some other lasting
physical or mental impairment which are manifestly not due to normal aging, if
these impairments are major ones and cause considerable difficulties in daily
life and, consequently, an extensive need for support and service.

As can be seen the support available through the Act of 1993 is open to persons with
several types of disabilities, mental retardation being just one. If we talk about intellectual
disability we see that persons with mental retardation, the type that has its roots during
the developmental years, are eligible. But so are also those with an intellectual disability
which has developed during adult life. Autism, too often misunderstood as mental
retardation, has been pointed out in this act as a separate disability.
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While identification of group 1 and 2 is based on diagnostic criteria in the
classical sense, group 3 represents another way of identifying those who are eligible. Here
the need for an extensive and permanent support, irrespective of type of disability,
becomes the basis for deciding whether a person is eligible. The importance of this
paragraph in the Act of 1993 is that it illustrates a shift away from criteria based on
diagnosis of a disability in favor of basing the decision of eligibility on the person’s need
for support.

It has been mentioned that the process leading to support for the person, takes
place between two parties, thereby recognizing his role as a citizen. This is expressed in
paragraph 6 in this way:

The activities pursuant to this Act shall be conducted in co-operation with other
public bodies and authorities. The activities concerned shall be based on
respect for an individual’s right to self-determination and privacy. As far as
possible, it shall be ensured that the private individual concerned shall be
allowed to influence the measures provided and to participate himself in what
is decided. For the activities pursuant to this Act, there shall be the personnel
needed to enable good support and good service and care to be given.

There are 10 special services offered by the Act of 1993:
The measures for special support and special service are

1. advice and other personal support that requires special knowledge about
problems and conditions governing the life of a person with major and perma-
nent functional impairments,

2. help from a personal assistant or financial support for reasonable costs for
such help to the extent that the need for financial support is not covered by
assistance benefit pursuant to the Assistance Benefit Act (1993:389),

3. escort service,

4. help from a personal contact,

5. relief service in the home,

6. short stay away from the home,

7. short period of supervision for schoolchildren over the age of 12 outside their
own home in conjunction with the school day and during the holidays,

8. arrangements for living in a family home or in residential arrangements with
special service for children and young people who need to live away from their
parental home,

9. residential arrangements with special service for adults or some other
specially adapted residential arrangements for adults,

10. daily activities for people of a working age who have no gainful
employment nor are doing a training.

When someone asking for support, he must apply for one or several of these services.
This must be a formal request. The decision about a service must be a formal one, leading
to a document about the decision.

Knowledge about intellectual disability

During the period of disability reform in Sweden, especially during the last three decades,
development of community based services has contributed to an increase in knowledge
about intellectual disability. The conditions given by these new services, the small groups
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and the personal relationships among other things, has been the basis for an extensive
increase in knowledge about this disability. This concerns especially persons with a severe
disability, those which once were handed over to the residential institutions. The essence
of this new knowledge is to see people belonging to this group as individuals with
exclusive needs and who communicate with others in a personal way. To see them as full
citizens, together with their disability, is also part of this increase in knowledge.

This development has taken place during the period when the county had the
responsibility for disability services. When the municipality takes over this service they
have not been part of the process of increase in knowledge. This can of course be
achieved, but not everyone want to take the opportunity to learn. The risk is that they
therefore do not work on the basis of the new knowledge which was the basis for the
transition from county to municipality responsibility.

Organizing services for persons with a disability is something which they can
handle very well as they already have got this competence, gained from meeting the
needs of other disability groups. But when running services it is also necessary to be
informed about the characteristics of each person which one meets. The need for adequate
knowledge about intellectual disability becomes necessary to be able to respond to a
person’s request.

A new group in need of support

Family support

A major change during past years made it possible for children to grow up in their own
family. If this was not acceptable, a foster family could be a substitute. To make this a
reality support to the family had to be developed. This was introduced with the Act of
1967. Gradually family support has been developed and today only a limited number of
children grow up outside a family home, in a group-home for children.

When the child grows up in the family, this can be experienced as a burden on
the parents and then practical and psychological support is needed. Assistance can be
given by a person coming into the family to deal with practical matters while the family
gives its attention to the child. When parents want to give attention to themselves or to
other members of the family, it can be desirable to have relief from others, an extra family
or a group-home for short-term visits. Psychological support to the family can be given by
counsellors as “the first information”, in response to having a child with a disability.

Early intervention indicates that not only the family but also the child is in need
of support. As an infant it will have the same need of attention and care as other infants,
but because of its disability there may be a need for extra support to cope with the
various stages of child development. Pre-school activities, in the local day nursery,
contribute to the child’s play and social interaction with other children. Schools and
education for the child is organized during the school-years. During these the child can
also receive services for habilitation offered by the social, psychological and medical staff
set up for this.

It also means that this person has knowledge about what a home can look like.
As he has seen the jobs which parents, siblings and others work with, they also have
knowledge about the employment which is usual for adults in this community. They also
know the recreation and leisure which is available as they have experienced this together
with their family.
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A new group

The public enquiry from 1946 started a major project in which persons with intellectual
disability were to receive the welfare of society which was enjoyed by others. For more
than 50 years this work has gradually been going on through the creation of community
based services which has made it possible to channel support to persons through ordinary
housing and places of work that exist in a community. This has meant that the major task
during these years has been to let the group, which has lived at residential institutions,
move to a life in the ordinary community. The task of setting up a life in community for
those residing at the institution has therefore dominated the work of Swedish intellectual
disability services. This was finished by the closure of residential institutions in 1999.

Today we find a totally new situation for intellectual disability services as there
is a new group asking for support. They do no reside at an institution but already live in
the community to which they belong. This group has got needs and requests which are of
another character than those brought forward by the group from the institutions. The
child who becomes an adult has grown up under conditions leading to good health. He
has also experienced activities leading to his habilitation. He has knowledge about what
adult life is like which he has learned from his family. The person therefore starts his
adult life with dreams of a good life, based on his experiences during his upbringing.

The community tradition with its stress on citizenship recognizes that a person
belongs to a family, a community and to society. The basis for this is the fact that
Intellectual disability is a normal phenomena which is part of human mankind. As long
as there are children being born in a community there will be a certain number of children
with a disability. The task for a municipality is to recognize this fact and to relate one’s
services so as to meet the needs of these citizens.

With present legislation he has got the right to request those services he find
desirable to fulfil his dreams of a good life and he can challenge what he is offered in a
court. This is the situation which the welfare services of the municipality is faced with
and which will be some of the new conditions leading to development of disability
services. Welfare services of the municipality, which has got a rather short period during
which to establish routines and methods for delivery of support, are faced with a
challenging task.

The social network

When the child grows up at home, his family gets the opportunity to learn about the
needs of this family member and about the conditions which exist for a good life for a
person with a disability. They will not only learn about the disability but also about rules
and regulations which sets the framework within which forms of support can be made
available. When mentioning the family one thinks of parents. But there can also be brot-
hers and sisters who get an opportunity to contribute to the well-being of the person. This
means that the family will be a potent partner in the process of developing services.

When one looks into the social life of the person one will find more people, who
are or who can be concerned. There is of course a broader family, with aunts, uncles,
cousins and grandparents. There are also the friends of the family who will know about
the person and his disability.

Outside the family the child will over the years have created social relations to
several persons. These are for example teachers from pre-school and school, they can be
the taxi-driver who has taken the child to school over a number of years. There can also
be neighbours or other concerned people who want to contribute to a better life.
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All these make up the social network around the person, some being more
active others less so. With the right working methods this network becomes a resource to
assist the person to participate in and to a be a member of his community.

Local resources for housing and daily activities

After having seen residential institutions being developed as well as being dissolved one
comes to the conclusion that disability services are a relative matter. They are formed in
relation to societal conditions. They were logical and natural in the 19" century. But with a
society with other ideals, like the democracy and human rights of the 1940:s, community
based services becomes the logical way of delivering disability services.

The same type of argument can be put forward as regards services organized
by the special disability organization of the county. This had not got the housing
responsibility in society and they had not got the natural relationship to business and
other day activities of a community so when they were to organize these functions for
persons with intellectual disability, they had to build special houses, the group-home and
the day activity centre. These services were the logical ones in that organizational
environment.

The municipality has got other conditions when the needs for housing and
daily activities are to be met. In society this has got the responsibility for housing of their
inhabitants as they deal with town-planning and the allocation of housing-areas. They
know what sort of housing is to be built and they can plan ahead. So when they will have
to organize housing for persons with disability they have other means, the local housing-
market, to meet their needs.

The same goes for daily activities. As the municipality has got close contact
with local business and various forms of daily activities for the public, often run by the
municipality itself, this can easily find possibilities for small groups to be included into
local daily life. There is no need to build special centres.

The municipality has got local resources to meet the needs of persons who want
to live the normal life of this community. When they are to organize community based
services they do not need to build special group-homes or day activity centres. They are
not to copy what was done by the county.

The economy of special services

Economy of disability services is of course an issue as financial resources must be gained
to run them. This was the case with the county and it is with the municipality for the very
simple reason that these are persons who do not earn their own living. With the Swedish
welfare society services are financed by public money, collected by taxation and
distributed by parliament, either the county or the municipality parliament.

The financing of the 1993 Act has raised considerable anxiety among Swedish
municipalities. The most concrete form this has taken is that there is an exchange of funds
between municipalities, based on a national enquiry. Some are receiving economic sup-
port from others. This is not a place for a full analysis of this economic issue. What can be
said however is that there is a debate about this shift of funds. One argument is that there
should be state funding for this group, on similar lines as personal assistance, which is
partly financed by state funding. The argument against this suggestion says that persons
with intellectual disability belong to their community and the needs of all its citizens
should be financed there.
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In my contribution to this debate | have argued that one reason for what seems
like a group with high economic demands is that the closure of residential institutions
was carried out in an unskilled way. The correct thing would have been to let the persons
who left the institutions move to the community where they originally came from. But
this did not take place as too many were kept in the municipality where the institution
had been located. The reason to retain them was to generate as many jobs as possible in
this community. What was not considered fully was the consequence in the long run that
the responsibility for the welfare of all citizens, as based on the Social Act of 1980, laid
with the community where a person is staying,

One can also argue that too few municipalities use its local resources. When
they copy the services of the county, building special large group-homes for example,
support becomes unnecessarily expensive. The demand for special funds for this group
can also be seen as a sign of lack of knowledge about the fact that there is a small group of
persons with a very severe intellectual disability. They were not seen locally when as they
were sent away to the care of the county. But when they appeared in the local community
after the closure of the institutions, they became visible.

A more extensive economic analysis would show that the Swedish welfare
reform has had economic advantages for society. This was shown already in 1946 as the
argument for the reform was partly human, partly economic. The economic motive was
also present when institutions were closed and when municipalities got the full
responsibility for its citizens. The costs of the present way of organizing welfare services
for this group must be compared with an alternative leading to renovation and rebuilding
of residential institutions during these last two decades. If this alternative had been
carried out the low quality and living standard offered by institutions, understandable as
they had been designed during the 1950:s, would not have been possible to retain. Instead
a quality of services would have had to be related to what was offered in community
based services at the time, that is a small apartment, full day services and participation in
community life. If this had been build as special institutions, this service would not have
been possible to fund for society.

A concluding comment

This analysis has focussed the recent handing over to the municipality of responsibility
for services to persons with intellectual disability. It is found that this change is part of the
Swedish disability reform. As this has been defined as a shift between two traditions of
support, an institutional one is being dissolved while a community tradition is being
developed, the framework is given for the intellectual disability services offered by the
municipality.

A key factor in this framework is the idea that the general welfare services must
be available to people with a disability for them to have the possibility to live the normal
life lived by others. The simple reason is that they are members of and belong to society.
The consequence of this is that the municipality should not organize and offer the special
services of the county. Instead they should develop their welfare services to promote the
realization of a community tradition. This demands a further development of municipal-
ity services.

A factor which underlines the need for development of services is the fact that
there is a new group asking for support after the closure of residential institutions. These
are the persons who have grown up in their own family, people who have seen and
experienced the life lived in this community, by family and friends. They have also got the
benefit of the new services in education and in habilitation which have been organized
during the last decades, resulting in a high degree of well-being and health.
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This new group points to the need for more personal services in the municipal-
ity and this is supported by other factors. The social network of the person has had ample
time to be established during the years when the person has grown up. The wider family,
the friends of the family and significant others will know this person and argue for his
well-being when there is need for this. As the municipality will give services to a small
group, persons whom they have known since birth, they are not anonymous. Over the
years their needs and requests have become well known to them. The act of 1993 which
has introduced an increase in equality in the relationship between the person and the
disability service will also contribute to a higher degree of personal services.

The basic idea expressed through the community tradition was that support to
people with a disability should be channelled through the generic services of society,
those which have been organized to meet the needs of the public. This means that what is
being offered to the public is also to be offered to persons with a disability. The
consequence of this is that disability services have got a local character. Services are
formed with local resources, according to local customs. There is no longer any place for
centralized service models.

There is also a need for a local character of disability services if requests for a
good life of persons are to be met. The person and his representative will ask for what
they see as the normal life in this community and to meet these requests services must be
able to channel support through local housing, ongoing daily activities and community
life.

This analysis points to the possibilities of the municipality to deliver disability
services which has got a personal and a local character. To see these possibilities however
one must work out of a perspective which recognizes the person with intellectual
disability as a citizen and a member of a community. The development of this citizen
perspective is a challenging task which needs considerable knowledge about this
disability and the conditions for the welfare of these persons. This knowledge has been at
the core of the ongoing shift between traditions of support and need to be encompassed to
realize the disability reform.
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4

THE ISSUE OF QUALITY
IN DISABILITY SERVICES

Kent Ericsson and Patricia Ericsson

The quality issue

The Swedish disability reform has been defined as an ongoing shift between two
traditions of support. An institutional tradition is being dissolved hand in hand with
the development of a community tradition. This has led to a new role for the municipal-
ity as a shift of responsibility has taken place from regional to local level. In the presen-
tation of this new situation (chapter 2) two conditions were found characteristic for
disability services run by the municipality. Possibilities have increased to run more
personal and more local services.

With a minimized contribution from central bodies, centralized directives play
a lesser role in the organizing of disability services. This opens up for a more process
oriented way of setting up services. Consequently there is a greater opportunity for the
person’s participation in deciding which services he will receive, as he himself, together
with his representative and his network, can contribute in a more active way to finding
the forms of services which are suitable for the person. His influence and control over his
own life can thereby be increased.

But there are also risks involved in this process oriented delivery of services.
There are no previously defined end services to reach for. Instead the end product will be
the result of what has happened during the ongoing process. In a powerful service
organization, which wants to economize and to avoid responding to the requests of the
person, there is an increased risk that personal needs will not be met. It is therefore
necessary to find a guarantee in order that abuse of the person cannot take place. The
issue of quality of services is therefore seen here as a way to guarantee and further good
services, which lead to a good life for the person.

Quality and the two traditions of support

Quiality of disability services was of course an issue in the institutional tradition. As the
organizations in this tradition are hierarchical and centralised, the work taking place was
based on central directives. Plans for the building of services, e.g. residential institutions,
day activity centres and group-homes were made by central bodies and these were
expected to be adhered to. There were also Acts of Parliament and regulations which
defined what should be arranged with regard to services. Recommendations were
formulated by central bodies regarding how to meet the needs of persons with
intellectual disability.
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Quiality control, in this tradition, was carried out by the central body sending
inspectors into services so as to control to what extent central directives were realized.
The major task for them was to see whether centrally formulated directives were adhered
to in the delivering of services. If the physical building, the square metres of the bed-room
or the hygiene of the bath-room did not correspond to what was expected, a report was
written by the inspector.

The community tradition has its roots in the citizen perspective. Based on this,
the person with a disability is primarily seen as a person, a member of society, who has
got the same needs and rights as other members of society. In this perspective the normal
life is in focus and the person’s right to live this life, by way of adequate support, is the
goal to be realized. His disability is not denied but is seen as a personal need and his
rights extend to meeting the demands made by his disability. As the person is recognized
as a citizen with rights, influence and control over his own life becomes paramount.

This has consequences for the process of setting up his services. The
institutional tradition is based on specified and special services which are realized
through the local process of organizing services. The community tradition however, does
not specify that special services are to be the end product of the process. Instead it is the
normal life of the person, as defined and requested by him, which is to be realized. To
achieve this several forms of housing, which are to be found in the community, together
with places of work and recreation, will be availed of. In the process of realizing these life
goals there may be a variation of houses and places of work, which may contribute to the
life the person wants to live. When looking to the issue of quality in the community
tradition it is not a special service which is to be described, but the life of the person. Does
he lead a life of quality?

Technical and functional quality

The concept of technical and functional quality may be of assistance to grasp the issue of
quality in disability services. When applied in this field the technical quality concerns the
service being offered, its structure and its content. Functional quality is more an issue of
how this is being experienced by the person, the function it has got for the one concerned.

Some examples will help to clarify the differences. The group-home is a special
form of housing with support to persons with a disability. Its form is specified by central
bodies for example with regard to the size of the individual apartment. The technical
quality of the group-home is therefore easy to control. The functional quality is concerned
however with whether this group-home has contributed to the person having a home.
Has the apartment the character of a home which the person enjoys? When applying this
way of reasoning to the day activity centre, one may find a centre with a high degree of
technical quality. The functional quality is however concerned with whether the centre
has contributed to a purposeful week for the person. The bed of the person may have a
high degree of technical quality, but does it lead to the person having a good nights sleep?

It is possible to find methods to describe the quality of disability services, but it
is doubtful if one can find one method which will cover all issues which are seen as
important. The two aspects which have been commented upon here may be of help and
both can be used to illustrate the issue. It is necessary however to be conscious about the
possibilities, and the limitations, of the various ways of describing quality.

Experiences of quality auditing

In a recent project we were asked to create a questionnaire in order to describe the quality
of services for persons with intellectual disability. Based on the concept of functional
disability the aim was to find the dimensions which are needed in order to describe the
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everyday life of a person. This was done through a series of interviews with persons with
a disability, their families and staff, in all concerning 100 persons. Discussions with them
led to a number of ideas as to how to characterize a life with quality. These interviews
were analysed and 8 categories were identified which together give a comprehensive
view of everyday life. These dimensions were (a) the dignity with which one is met, (b)
influence and control over one’s life, (c) the degree to which support is personal, (d) social
relations, (e) participation in everyday life, (f) participation in community life, (g) perso-
nal belongings and (h) physical aspects of the home/day activity centre.

The questionnaire with which to describe quality consisted of 32 questions. For
each of the 8 dimensions, 4 questions had been formulated to grasp the meaning of a
dimension. A question was then to be answered by indicating 1 of 4 alternatives. The
guestions of the form were naturally put together in a random fashion so as to avoid any
possibilities of identifying which dimensions it was supposed to describe.

It was common that this method was used to describe quality in a group, for
example in a group-home or in an activity-group in a day service. For each person to be
described, the form was answered by a member of staff and by a representative, most
often a member of the family. It took between 1,5 and 2 hours for a person to answer the
form. The questions were not complicated to respond to, but were seen as interesting as it
provided an opportunity to sit down and to reflect over various aspects of the qualities of
the life, lived by the person with a disability, a situation which one had never experienced
before. When all had given their answers one would end up with twice the number of
forms as there were persons in the group.

These data were computed and presented. With this material it was possible to
give three presentations for the group being described. For each presentation, data were
given by both the member of staff and by a member of the family or some other
representative. In the first presentation each person in the group was described as regards
his 8 dimensions. This gave a view of his everyday life in these respects. The second
presentation gave a view of the 8 dimensions in the group. Each dimension was now a
mean, based on information from all persons. The third presentation described all persons
in the group. Information for a person was now based on the mean of all dimensions for
him.

This method gave a concrete expression of the dimensions, concepts such as
“dignity” and “community participation”, etc. Thereby the results gave possibilities to
discuss the quality of the life lived by a person. A number of comparisons could be made
between persons. It also gave possibilities for families and staff to discuss to what extent
there was agreement on these dimensions. If there was disagreement on any point, this
gave a chance for a discussion. The basic idea of this method was to get an instrument by
which the life of a person could be described and the comments emanating from the
discussion could then lead to development of services so as to give the person a better
life.

At the same time as one must see that there are possibilities of describing
quality of the life lived by a person with a disability, there are also a number of problems.
One is concerned with technical skill and economic resources. When administering the
forms one must be able to compute the results emanating from them and also to present
them in an accessible way to the person, the family and to the staff. This demands some
statistical knowledge. The issue of resources has got to do with the use of the method. It
takes time to carry out this full process, from the answering of the forms to the final
discussion of the results concerning a single person. This requires considerable effort for a
group-home or activity group and there is not always time and money for this.
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There is also a problem in this method which is especially related to persons
with intellectual disability. As the method is verbal and the answering of the questions
demands a cognitive effort, it is highly unlikely that the person with a disability will be
able to participate.

There is also a more theoretical problem concerning the criteria for quality. In
this method the criteria, the eight dimensions, came from a series of interviews with
people who were knowledgeable about this field. In this way they could contribute in a
constructive way to the method. But when discussing the idea of the community tradition
and the concept of functional quality, it was claimed that the aim of services was to
contribute to a good life for a person. Essentially this means that there is a need for
personal criteria. We need to know what the person himself means by a good life!

A life with quality

What was seen as problematic in the previous project became the task to overcome in the
present one. As functional quality was chosen as the theoretical concept for an analysis,
quality was defined as the state which exists when the person has the possibility to live
the life he wants to lead. The key question, when describing quality in this perspective, is
the question as to how to describe what sort of life the person wants to live. This means
that the person must be part of the process of describing quality. As some persons with
intellectual disability have difficulties in expressing themselves, and therefore in
answering this critical question, a representative must be part of this process. A part of
this process of describing quality is therefore finding a representative for the person. For
some this may be very easy, for others it is a more challenging task.

In order to acquire the necessary knowledge concerning the sort of life the
person wants to live, seasonal meetings were introduced. The idea was to offer a situation
when the person was given the opportunity to be part of making plans for his own daily
life. To make this as concrete as possible, a situation was created when the person was
given a chance to plan for the season ahead.

Persons participating in this meeting are the member of staff who has closest
responsibility for support to the person concerned, the person himself and his
representative. This is a meeting which belongs to the person himself and he decides
whether it is to take place (the meeting being a voluntary, not compulsory occasion) and
the conditions for the meeting. This includes for example the place where persons are to
meet.

Practically, the seasonal meeting is organized and prepared by the member of
staff. An invitation has to be made, a choice of meeting place has to be found and
thoughts must be given to the wishes of the person concerning his daily life. Preparation
for the meeting by the person and his representative means that they need to discuss a
number of issues about the coming season and to decide which are to be brought up at
the meeting.

The aim of this seasonal meeting is to come to an agreement about the various
activities, or routines in daily life, which will take place during the coming season, that is
the summer, the autumn, the winter or the spring to come. The topics to be discussed
must be based on requests from the person and thereby be expressions of the life he wants
to live during the coming season. Some requests may be rational expressions from the
person concerning the sort of life he wants to live, but in the circumstances impossible to
realize. This must lead to a discussion, between the person and the member of staff,
which ends with an agreement as to what is a realistic way to meet the wishes of the
person.
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It is most important that the activities agreed upon are written down and
signed by both staff concerned and by the person. This is a document which is important
in the process of delivering services. As services are voluntary there is no way of forcing a
person to carry out activities he does not wish for. A written agreement between the
parties, the person (supported by his representative) and the disability service
(represented by a member of staff), becomes the formal basis for the delivery of services.
The intention is that during the coming season the agreed upon activities will be carried
out.

After the season, and at a similar meeting, a follow-up of which requests were
realized and if not, why they did not become a reality, is a topic for discussion. One will
then find the proportion which were realized. If all became a reality, the life which the
person asked for became a reality. If some did not, the life asked for by the person was not
realized. The degree to which the life requested became a reality, is an expression of the
quality of life lived by the person.

When all activities from the four seasons of the year are reviewed together, a
system for describing individual quality has been achieved. If the person lives in a group-
home with 5 persons, the results from all persons, for all of the year, can be reviewed.
When combined the degree to which the group’s requests have been realized will be an
expression of quality of the group-home.

Experiences so far have shown that persons do have views and requests and
can express wishes concerning activities or changes in their daily life. It has also shown
that they need not be many or dramatic, thereby making them realistic and desirable.
Sometimes personal and most unexpected requests are expressed, to the surprise of staff
who thought they had good knowledge of the person. The fact that requests for activities
are expressed shows that this is a most relevant way of planning the services for coming
season.

In the present project of STEPS/Lidingd the method of seasonal meetings is
being developed further. Experiences are gained and collected as to how to carry out
seasonal meetings for a person, both in his home as well as in his day service.

Discussion

The issue of quality in disability services is of course of great importance. If services have
the ambition to contribute to a good life for persons, this must be reflected and illustrated
in the quality of the services. If services on the other hand are unacceptable, leading to an
undesirable life, quality must be a concept applied to find a way out of a dissatisfactory
situation.

Quiality is today a concept which is greatly discussed and one can wonder
about the reason for this. One reason, which is found to be relevant in the framework of
this paper, is that when services change, so do the concepts which make up the frame-
work. One of these concepts is quality. Quality has therefore been discussed here in
relation to the ongoing shift between two traditions of support as found in the Swedish
disability reform.

As present development, seen in socio-political ideas, in Acts of Parliament and
in the mood of society, is moving towards an increased democratization of disability
services, the demand for influence and control over one’s own life becomes an
increasingly important issue. This creates a challenge for disability services in general and
specially for the task of identifying the quality of disability services. Based on this
attempts have been, and are still being made, to handle the quality issue. Some progress
has been made and the conclusion is that it is possible to find expressions of quality.
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There is a specially demanding situation in the services for persons with
intellectual disability, where there are many persons who do not communicate with
spoken language and who have difficulties in performing cognitive tasks. The project
presented here has met these demands by choosing functional quality as the theoretical
basis and by the introduction of seasonal meetings which provide an opportunity for the
persons, in their individual way, to express their wishes and feelings concerning the
content of everyday life during the coming season. The necessity of a representative for
the person is also seen as essential, as a moral support if the person himself
communicates with spoken language and as a spokesperson if he does not master spoken
language. This model, concerning quality in disability services, is currently being tested in
the local project of STEPS, in the town of Lidingd.
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3)
SOME FACTS ABOUT LIDINGO

Adriana Buzea

Lidingd is situated about 15 minutes travelling time from Stock-
holm and almost 1 km from the mainland. It is a town with around
41.000 inhabitants and has most of the services you can expect from a
modern community.

Lidingd became a borough in 1910 and a town in 1926. In spite of
being close to the capital, Liding® has kept its character as an island in
the Stockholm archipelago. Here you will find areas dominated by
countryside and the sea which offer rich opportunities for relaxation and
recreation.

In the centre of Lidingd, in industrial areas and in housing-areas,
10.700 persons work in 1.100 companies and in 140 workplaces
organized by the public sector. Apart from these there are 2.500
companies with no employees, most of them initiated after 1993. These
one-man companies work with commerce, computing, health, recreation
and consultancy and services in other fields.

Just over 19.000 of the inhabitants of Liding® are employed. Of
these 13.100 travel to Stockholm and other towns, while 6.200 work
within the municipality of Liding6. More then every second person of
the 10.700 who work in Lidingd, also live in the town.

POPULATION 2002-01-01 PROGNOSIS 2005-01-01
Age Numbers % Numbers %

0-5 years 2.858 7 2.846 7

6-18 years 6.633 16 6.907 16,5
19-64 years 23.762 58 24.170 58
65-79 years 5.005 12,5 4.861 11,5
80- years 2.637 6,5 2.840 7
Sum 40.895 100 41.624 100
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THE MUNICIPALITY COUNCIL

Number of seats

1995 1999 2003
- 1998 - 2002 - 2006
Conservative Party 20 22 20
Center Party 4 2 2
Liberal Party 5 6 10
Christian Democrats - 4 2
Social Democrats 9 7 8
Left-wing Party 2 2 2
Green Party 2 2 2
Lidingd Party 9 6 5
Totalt 51 51 51
HOUSING
Housing 1985-2002 (1 january)
1985 1990 1995 2000 2002  Andel
Apartments 10.910 11.141 11.495 12.066 12.307 64%
Self-contained 6.199 6.449 6.599 6.794 6.857 36%
Sum 17.109 17.590 18.094 18.860 19.164

EMPLOYMENT 2000/01

People from Lidingd in employment

Men 9.450
Women 9.450
Total 20- &r 18.900

Frequency of employment

All 20-64 ar 79%

Women 20-64 ar 77%

Women with children 1-9 &r 81%
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FAMILY INCOME IN LIDINGO YEAR 2000 (SEK 1.000)

Acquired income (mean) = Working- and business incomes
Disposable income = gross income - taxes + allowances

Families Acquired Disposable
income income
Families 20-64 years
Cohabiting without children 1.378 690 547
Cohabiting with children 4.656 856 742
Singles 20-64 years
Women without children 3.304 231 180
Women with children 1.268 272 276
Men without children 3.685 261 239
Men with children 306 497 399
Families 65+ years
Cohabiting 2.239 456 418
Single women 2.780 174 185
Single men 901 240 224
All families 20.517 430 380

INCOME AND TAX OF LIDINGO YEAR 2001 (SEK 1.000.000)

Acquired and capital income 11.438
Local tax (municipality and county) 2.487
State tax 757
Capital tax 234
Property tax 184
State tax on capital 480
Self tax etc 215
Total tax 4.357
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TAX IMPOSITION YEAR 2003 (per SEK 100)

Lidingo 18:97

Stockholm county 11:62

Total 30:59

County mean year 2003 30:35

National mean year 2003 31:17
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WELFARE FOR PERSONS WITH
LEARNING DISABILITIES

Adriana Buzea

POLICY GOALS AND THEIR ACHIEVEMENT

Plan for disability policy

Since 2000 Sweden has had a national plan for disability policy (Govt. bill 1999/2000:79).
The plan stresses that disability policy is about citizenship rather than merely care and
nursing. Not everyone with a disability needs this help. Yet all citizens have certain rights.
The policy may be illustrated briefly in the goals agreed by Parliament. These are:

- Accessibility of a social community based on diversity

- Full participation in community life for persons with disabilities and equality of
opportunity concerning living conditions

- Conditions which facilitate independence and self-determination.

Sweden strives to enable persons with disabilities to participate fully in society. To ensure
this the disability policy proposed in the legislation is based on, and should operate from,
the perspective of citizenship. In comparison with earlier practice, based on a care per-
spective, it is clear that Sweden is now tending to stress equality of opportunity for people
with disabilities, thereby enabling them to play a full part in community life.

United Nations Standard Rules

In 1989 the Swedish Government was influential in taking the initiative, at the United
Nations, to bring about international rules safeguarding the right to participation and
equal opportunity for persons with disabilities. This led in 1993 to the adoption by the
General Assembly of the document “Standard Rules for safeguarding participation and
equal opportunity for people with disabilities”. The document comprises 22 rules cover-
ing, among other issues, the right to work and accessibility to society. The rules are not
binding upon member-states but have significantly influenced the character of many
nations’ disability policies.

Sweden has approximately 9,0 million inhabitants. The choice of definition of
disability affects the size of the group considered to have a disability, so there is no
definite answer to the question as to how many people with disabilities there are. In their
national surveys of living conditions, Statistics Sweden employs a definition based on
functional ability. According to their criteria, around 1.3 million people aged from 16—85
are disabled, of whom 700.000 are of working age (16—64). Consequently, a large propor-
tion of disabled people are aged 65 or older.
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If instead we use one of the administrative definitions underlying the entitle-
ment to special benefits from the community, the numbers are found to be lower. In
December 2001 just over 100.000 people received disability support from the social
insurance system. Another example, taken from the municipal services, estimates that
over 47.000 people receive support under the provisions of the Act on Support and
Services for Certain Disabled Persons (LSS 1993:387) (RFV, 2002a). In practice, these two
categories overlap. People who receive social insurance support may receive support
under the Support and Services Act at the same time.

AUTHORITIES RESPONSIBLE FOR THE PROVISION OF SPECIAL SUPPORT

Many people with disabilities require no special support. A well-functioning community;,
with good accessibility to the physical and social environment, may be all that is needed.
For those persons who need support as a consequence of their disability, various kinds are
available.

Responsibility for such support is divided between the municipality, the county
and the state. Different laws and ordinances regulate each authority’s responsibility. Thus
the division of responsibility between different authorities can be seen as one way of
realising the idea of integrating people with disabilities into the community (see figure
3:1).

This is referred to as the principle of responsibility and financing. The principle
implies that all social sectors should plan and conduct their activities so that they are
accessible to all citizens, irrespective of whether they have a disability or not. The under-
lying principle is that each area of society should take its responsibility for issues concern-
ing people with disabilities.

The principle also means that the support given to people with disabilities
should be integrated with general local-government services rather than being adminis-
tered by a special “disability authority”. This is an important concept. People with dis-
abilities should not be separated from the rest of the population but should be able to
avail of the same authorities as all others in order to have their needs for support and
service met.

Figures 3:1 and 3:2 illustrates the relationship between the various bodies
contributing to welfare. Figure 3:1 presents the three levels of Swedish society, the munici-
pality, the county and the national level and their tasks. Figure 3:2 gives an example of
what sort of contributions can be offered a single person with disability.

The municipality

Municipalities have the ultimate responsibility for ensuring that citizens living within
their borders obtain the support and help they need. The municipality represents the basis
of the support offered, by the community, to people with disabilities. For example, it is
here that responsibility lies for seeing that people with disabilities obtain housing which
is adapted to the requirements of their disability. The municipality is also responsible for
ensuring that people with disabilities receive the personal support they need, round the
clock. This may be anything from getting in and out of bed to following one’s leisure
interests. The following are some examples of support that can be obtained via the mu-
nicipality:

- Home adaptation

- Transport services

- Organised daily activities
- Home help services
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AUTHORITY

MAIN RESPONSIBILITY

IMPORTANT LAWS/ORDINANCES

MUNICIPALITY Basic responsibility for all Social Services Act
citizens and their living (SoL, 2001:453)
conditions Act on Support and Services
for Certain Disabled Persons
(LSS 1993:387)
Act on Municipal Transport
Services for Elderly and Disabled
Persons (1997:736)
COUNTY Certain special (expert) Health Services Act
measures (1982:763)
STATE / Financial support and National Insurance Act

SOCIAL INSURANCE

compensation for
additional costs

(1962:381)

Act on Disability Allowance
and Care Allowance (1998:703)

Assistance Benefit Act
(1993:389)

Ordinance regarding Car
Allowance for Persons with
Disabilities (1998:890)

STATE /
LABOUR MARKET

Assist people with
disabilities to obtain
or to keep a job

Ordinance regarding Special
Measures for People with
Occupational Disabilities (2000:630)

Figure 3:1. The relationship between authority, main responsibility and some important laws which
govern their task in the Swedish welfare society.
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- Service accommodation
- Personal assistance

Two important laws govern the tasks of the municipality in this field. The first is the
Social Services Act (SoL), (2001:453) which regulates large parts of the municipal social
services, including the care of the elderly and of people with disabilities. The Social
Services Act obliges the municipality to ensure that people with disabilities can live as
others do: the municipality should facilitate their participation on equal terms and pro-
vide the support they require.

The other important law in the municipal area is the Act on Support and
Services for Certain Disabled Persons (1993:387) (LSS). This law was introduced in 1994
and may be seen as a supplement to the Social Services Act. While measures under the
Social Services Act should in principle be available to all who need them, the LSS Act
follows a narrower definition of who should be eligible for these measures. A further
important difference between the Social Services Act and the LSS Act is that the latter has
considerably stronger elements of rights legislation. A law of rights guarantees a citizen
specific benefits, given that he or she meets certain criteria. Further, the LSS Act and the
Social Services Act also differ with regard to what they seek to achieve. While the goal of
LSS is for persons with disabilities to enjoy good conditions of life, support under the
Social Services Act is intended to ensure a reasonable level of existence.

The following three groups are entitled to support under the LSS Act:
1. Persons with learning difficulties, autism or autism-like conditions

2. Persons acquiring, in adulthood, permanent and significant intellectual disabilities in
consequence of external violence or somatic disease

3. Persons with other permanent physical or intellectual disabilities clearly not related to
normal aging, if the disabilities are extensive and cause major difficulties in
daily life and hence a comprehensive need for support or service.

The county

The role of the Swedish county in the support system regarding people with disabilities
includes the provision of ordinary health care, habilitation, technical aids and interpret-
ers. The county is also responsible, under the LSS Act, for a special service termed coun-
selling and support. Basically, this service consists of providing expert support for
especially for people with disabilities. This service includes support from, for example,
social workers, physio- and occupational therapists or psychologists.

The organisation in the county is often divided into various administrative
units, or clinics. For example clinics which are organised on the basis of the medical
speciality for which they are responsible. Examples of such specialisation of county
support are habilitation, technical aids, interpreter services as well as counselling and
support.

Most county activities are, however, regulated by the Health Services Act .This
Act stipulates that the county must provide good health services for all residents in its
area. The goal of Swedish health care according to the Health Services Act is “good health
and care on equal terms for the whole population”. More specifically, this means that the
county council, as well as offering medical care, must meet the need for habilitation and
rehabilitation, technical aids for persons with disability and interpreter services for people
who are congenitally deaf, deaf and blind, those who have acquired deafness or have
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impaired hearing. The county has thereby an important role in the provision of support to
persons disabilities, demanding the provision of support for relatively well-defined
measures.

The state

Labour market authorities

The labour market authorities are responsible for ensuring that people with disability, and
consequently limited working ability, gain access to the labour market and that, where
necessary, the actual working environment is adapted so as to facilitate the person to
continue in work.

Social insurance support to people with disabilities

Social insurance is a factor which concerns the lives of practically all citizens, and which
is of great importance for their security and welfare. Every citizen is legally entitled to
insurance benefits and allowances in various situations of life. The national social insur-
ance system administers one aspect of the support which society provides for people with
disabilities. For daily maintenance support, measures such as a temporary disability
pension may be applicable. From 2003 these measures have been replaced by certain
sickness benefits and activity compensation schemes.

Apart from a general maintenance support, four benefits are earmarked for
persons with disabilities. Their main purpose is to cover various forms of additional
expense which a specific disability may entail. These are disability benefit, care allowance,
car allowance and assistance allowance.

Disability pension and temporary disability pension

Disability pension, and its time-limited form, termed temporary disability pension, have
long been granted to people who, for medical reasons (mental or somatic), are incapable
of work. Disability pension has therefore been an important source of maintenance for
people with impaired working ability. Disability pension has been granted if the impaired
working ability is expected to be permanent, whereas the temporary form has been
granted if there is reason to believe that working ability can be gained or regained. The
system of disability pension and temporary disability pension has been an important
element in the Swedish welfare system, covering the whole population from youth to
pensionable age (16-64 years).

These rules have remained essentially the same since they were introduced in
the early 1960s. However, from 2003, a new system which is more in keeping with the
times has been introduced which differentiates between “sickness benefits” and “activity
benefits”. Sickness benefits have come to replace the disability pension, but cannot be
granted until the person has reached 30 years of age. The activity benefit is a newly
introduced system for young people entering the social insurance system, the aim being
to diminish the risk for a passive long-term dependence on benefits, and instead encour-
age the individual’s own ability to provide for him- or herself.

Activity Benefits

The system of activity compensation or benefits was introduced on 1 January 2003 for
people aged 19 to 29. It is intended to encourage the recipient to become and remain
active without affecting their financial security. The aim is for people who enter the social
insurance system at a young age to be given the incentive to increase their independence
and create active lives for themselves. It can also lead to increased self-sufficiency. Exam-
ples are courses, hobby activities and sports. The intention is that the individual should
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govern the choice of activities, while the Insurance Office should act by supporting the
individual through planning and coordinating activities. An activity benefit is time-
limited and can be granted for at most three years at a time.

Disability Allowance

A disability allowance can be granted to persons with impaired functional ability who
need practical help to manage their daily lives or who, due to the disability, incur large
extra expense. The allowance is age-limited, being granted at age 19 at the earliest (from
2003); and the disability must have arisen before the person reaches 65 years.

Care Allowance

A care allowance is granted to parents caring for a seriously ill or disabled child. The care
allowance has two purposes: payment towards the care and supervision exercised by a
parent and compensation for the additional costs entailed by the child’s illness or disabil-
ity. The care allowance may also represent compensation for part of the loss of income the
child’s need of care and supervision may entail if a parent must stay away from paid
employment partly or entirely.

Car Allowance

The purpose of the car allowance is to help with the purchase of a car or other motor
vehicle for persons with disabilities who cannot use public transport. The car allowance
can thus be seen partly as compensation for shortcomings in the accessibility of today’s
transport services.

Assistance Allowance

Introduced in 1994, the assistance allowance is the youngest of the four special forms of
support. Its purpose is to make it financially possible for people with severe disabilities to
appoint, themselves or through a provider, a personal assistant. The idea of personal
assistance is to create support as far as possible adapted to the individual and to optimise
the person’s influence over how the support is arranged, and who provides it. This is
often achieved by, for example, the person himself or herself being the assistant’s ‘super-
visor’. The target group for the assistance allowance is the same as that for measures
under the LSS Act .

The allowance is granted in the form of a number of assistance hours which the
person may use within a certain period. In 2003 an hour was worth SEK 198. There is no
ceiling, i.e. the number of hours can theoretically be unlimited where people with severe
injuries or diseases may need several assistants at the same time. The municipality pays
for the first twenty assistance hours per week, while the state, i.e. the social insurance
system, pays for assistance hours exceeding twenty hours per week.

Figure 3:2 exemplifies the contributions from the various sources presented
here to a person with a disability.
FINANCING OF SERVICES

The financial outlay for the municipality and the county is covered mainly through local
taxation. It is usual in Sweden that expenditure can be supplemented by state subsidies
and from individual fees. Liding®, however, does not qualify for a state subsidy as the
basis for revenue is so high that the municipality instead pays an equalisation contribu-
tion to other municipalities.

Social insurance is financed through social contributions, general pension
contribution, state old-age pension contributions, taxes and returns from funds.
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THE MUNICIPALITY
Home Adaptation Social services/ Technical Aids Municipal
Unit Disability Care Occupational Providers
Occupational LSS official therapist Managers
therapist SOL official Staff
Engineer Transport service
manager
External Job Centre
Providers Job centre official
(of municipal Consultant
activities)
Managers
Colleagues
T
The Person H
Car Adaptation with a E
Firm disability
Mechanic
S
T
Social Insurance A
Office
Arranger of Official T
assistance Reporter to Lay E
Personal assistant Board
Supervisor
Primary Care Community Adult Habilitation Technical Aid
District Medical Health Services Doctor Centre
Officer Specialist Physi- Occupational Technician
District Nurse cian therapist Advisory officer
Physiotherapist Expert Care staff Physiotherapist
THE COUNTY

Figure 3:2. An example of the contributions to a person with a disability, from the various
services organizations.
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The social contributions are based on employer contributions (32,86%) and
individual contributions (31.01%). The employer contribution is paid by the employer,
whereas the individual contribution is made by the person who is has general National
Insurance based on a working income.

Health insurance fees are transferred to the state to finance the cost of the
health services.

Another source of financing is VAT - Value-added tax. The legislation regarding
value-added tax (1994:2000) refers to the general rule of sales taxation for the exchange of
goods and services. Some areas are exempted from the main rule, that is to say are tax-
free, for example education, health services, and social services. The tax level applied is
usually 25%. Two additional percentage rates, 12% and 6%, can be applied in special
cases.

HOW A GOOD LIFE AND QUALITY OF LIFE CAN BE GUARANTEED

The most important factors for guaranteeing a good life for persons with a disability are:

- Influence over one’s own life

- Personally adapted support

- The involvement of, and consideration for, the views of parents, guardians or
advocates

- The facilitation of integration in society

- The opportunity to express complaints to the service provider, local authorities,

politicians and the right to appeal.

As most of the provisions for persons with a disability are to-day expressed as rights, the
person can appeal to a civil court to have his case tried. The initial appeal is made to the
County Court, thereafter to the Court of Appeal and finally to the Supreme Administra-
tive Court.

CONCLUSIONS

The principle of responsibility and financing is underlying the idea that different authorities
administer different parts of the support provided to persons with disabilities. The
intention is that persons with disabilities should apply to the same authorities as every-
one else in the different contexts, instead of their needs being separated from other
people’s.

The emerging picture is one of a support system that appears relatively clear
and logically arranged. The municipality, which is closest to the citizen, should be respon-
sible for the citizen’s basic security in the form of support and service. The county should
supplement this by providing expert competence through medical care and habilitation/
rehabilitation. In addition, the labour market authorities should employ their competence
to make it easier for disabled people to go out to work. Lastly, the social insurance system
should provide compensation for the costs that a disability can entail

But how the system works in practice must be judged in terms of how it helps
the people for whom it is intended. As we have seen, in this presentation, the system
consists not only of three responsible authorities; each authority is also divided into
various sectors. Moreover, certain additional measures have been added but are adminis-
tered outside the respective authorities while linked to their support measures. Examples
are the provision of personal assistance, or companies that carry out special modifications
to vehicles.
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Our experience is based on the “Study of Living Conditions” made by the
National Social Insurance Board and shows that people’s experience of contact with the
system, and its officials, reveal the following problems:

- It is hard to find relevant information

- You have to be able to take the initiative and formulate your needs
- You have to be able to appeal and fight for your rights

- The system is complicated and bureaucratic

- Coordination am