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Introduction to

the Swedish System

The cornerstone of Swedish disability
policy is the principle that everyone is of
equal value and has equal rights. The fun-
damental responsibility of ensuring good
health and social and fnancial security
for people with impairments is shared by
national, regional and local government.
This responsibility also includes boosting
each individual’s prospects of living an
independent life. The aim of the policy is
to close the gap between people with dis-
abilities and people with no disabilities.

While central government is in charge
of legislation, general planning and distri-
bution as well as social insurance, local
authorities (municipalities) are responsi-
ble for social services, and regional gov-
ernment (county councils) for health care.
Municipal social services and the health
and medical services of county councils
are governed by framework legislation
which specifes the framework and objec-
tives of activities but which also affords
municipalities and county councils ample
opportunity to interpret the law and shape
their activities according to their own
guidelines.
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In Sweden, the National Board of Health
and Welfare and a number of other gov-
ernment bodies are responsible for issues
relating to people with impairments.
These responsibilities are divided accord-
ing to a certain principle stating that regu-
lar authorities also have a responsibility
to cover disability issues. Thus, authori-
ties in the Feld of education are responsi-
ble for questions concerning the rights to
education for people with impairments,
the labour market authorities are respon-
sible for issues related to impairment/
disability and the labour market and so
on.

These bodies are tasked with safe-
guarding the rights and interests of people
with impairments by co-ordinating, sup-
porting and promoting such issues in their
dealings with other authorities. In addi-
tion, the Swedish Agency for Disability
Policy Coordination (HANDISAM) has a
central role in promoting a society in
which everyone can participate on equal
terms, regardless of functional capacity.
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Swedish Disability

Policies Today

The principle regarding the equal worth
and rights of all human beings is the
foundation on which Swedish disability
policies rest. The government, munici-
palities and county councils together have
the basic responsibility for ensuring that
people with disabilities are guaranteed
good health and economic and social sta-
bility, and also for enabling the individual
to lead an independent life. The gaps that
exist between those with disabilities and
other people should be closed. Shifts in
the economy should not prevent the goal
of equal living conditions from being ful-
flled. One of the basic duties of society is
to ensure its citizens/members access to
its resources and the possibility to shape
their lives as they wish.

The aim of the national action plan in-
volves a strong assertion that disability
issues should be taken into account in all
areas of society and not be limited, as
they have traditionally been, to health-
and medical care. The government and its
agencies have a special responsibility in
putting this plan into action.

The goals of the national disability pol-
icies are laid out in the action plan. These
are:

Social solidarity based on diversity
that society should be organised so as
to ensure that disabled people of all
ages become part of the community
equal living conditions for girls, boys,
men and women with disabilities

Disability politics should place special
emphasis on:

e identifying and dismantling obstacles
for full participation in society
for people with disabilities

e preventing and Fghting discrimination
against people with disabilities

e providing children, youth and adults
with tools for independence and
self-determination

The Aim Is Independence and
Self-Determination

Through increased accessibility, people
with disabilities are given opportunities
to better take part in society, which is a
necessary prerequisite for reaching the
goal of equal living conditions. Legisla-
tion and supervision are important tools
for achieving this. The basis for health-
and medical care, service and social serv-
ice, together with education, is regulated
in a number of laws, such as the Social
Services Act ( SoL), the Health- and
Medical Services Act (HSL) and the Edu-
cation Act (SkolL). The measures of soci-
ety should reinforce the opportunities of
the individual to live an independent and
self-governing life. As a result, the Act
Concerning Support and Service for Per-
sons with Certain Functional Impairments
(LSS) have been created to complement
the above-mentioned laws. This is a law
that gives people with severe disabilities
the right to some basic measures when
the basic support provided by other laws
is not enough. People with disabilities
should also have infuence over measures,
both in the planning and shaping of them,
as well in their implementation. The right
to measures is usually not based how a
certain disability occurred, but on what
needs an individual have, based on her or
his disability.

The Important Role of
Disability Organisations

The disability organisations have a
strong position in Sweden. Their partici-
pation in the creation of Swedish disabil-
ity policies is considered an important
part of the democratic process. Many or-
ganisations are also given federal fund-
ing for their activities and the aim is to
support these organisations in their work
for full participation and equality in soci-
ety for people with disabilities. Today,
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these organisations conduct far-reaching
central, regional and local lobbying ac-
tivities and are often asked to review
proposed laws and regarding different/
various reports. They carry out an exten-
sive information service for the public
and for different institutions in society
regarding what it means to live with dis-
abilities. They also provide service, in-

formation and legal advice for people
with disabilities and their families. In
some cases the disability organisations
run operations at the request of munici-
palities or the government. One example
of these types of operations is recreation-
al facilities. Most of these organisations
are members of the Swedish Disability
Federation (HSO).
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The National Board of
Health and Welfare’s Work

with Issues

The national responsibility of the Nation-
al Board of Health and Welfare regarding
handicap issues involves both health- and
medical care, which is carried out by the
county councils and social services,
which are taken care of by the munici-
palities. In order to fulf¥ll this mission,
the Board conducts nationwide surveys,
follow-ups and evaluations of activities
within these areas and also of national
reforms. The Board is also responsible for
setting standards, i.e. drawing up applica-
tion prescriptions, General Advice and
handbooks for both health- and medical
care and the social services. In addition,
the Board is responsible for the national
supervision of health- and medical care.
The County Administrative Boards are
responsible for supervising the social
services. The development of various
quality indicators, policies and guidelines
for municipalities and county councils are
other examples of general tasks per-
formed by the National Board of Health
and Welfare. As support for this work,
centres for epidemiology (EpC), social
economic studies, national statistics and
the development of methods in social
work have been established. As regards
specifc work involving handicap issues,
the Board performs the following tasks:

» Variations in activities between
different municipalities are mapped in
annual reports, which also include
basic statistics regarding these
activities over time, as well as costs.

» The Board allocates subsidies to the
handicap organisations. All in all this
involves more than 50 organisations
nationwide and the total sum is about
170 million SEK per year.

» Special projects dealing with various
issues — for example, personal

assistance, daily activities, parents
with intellectual disabilities and their
children.

Several projects involve the situation
of people with psychological
disabilities. The Board has developed
and evaluated activities involving
personal representatives and case
managements for persons with
psychiatric problems and is also
involved in the national effort
regarding this issue.

Another important issue is the living
conditions of this group of people.
This is something that the Board
should investigate continuously and it
is therefore developing better tools for
following the development
nationwide. The Board has a special
so-called sectorial responsibility in this
area. In connection to various reforms,
the Board is often given the task to
allot subsidies for promoting
development and to follow up and
evaluate the effects of the nationwide

The Board is responsible for offcial
statistics concerning health- and
medical care and the social services.

For the Board, habilitation and
rehabilitation are prioritised areas. For
example, it follows up the
standardisation regarding these issues
and takes initiatives for supporting the
nationwide development.

The Board has a database describing
rare diseases functional impairments.
This database is to provide support and
information for different professional
categories that meet people with
unusual impairments and their
relatives.
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Participatory Research is
Increasing

It is increasingly felt that research should
take the situation and experiences of the
individual that is being studied as its
point of departure. Participatory Re-
search is the most common term for this
strategy, which aims to empower groups
of people with different types of disad-
vantages. This participant-based research
is both ideologically and politically ori-
ented and is so far conducted on a small
scale.

International Classifcation of
Functioning

The new international classifcation sys-
tem, International Classifcation of Func-
tioning, Disability and Health (ICF), has
been in use for a couple of years, but it is
not very wide-spread in Sweden. This
system uses positive terms, such as func-
tion, structure, activity and participation
and can be used for studying all people,
not just those with functional impair-
ments.
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Measures under the Act Concerning
Support and Service for Persons with
Certain Functional Impairments (LSS)

The Act Concerning Support and Service
for Persons with Certain Functional Im-
pairments (LSS) is a law that sets out
rights for persons with considerable and
permanent functional impairments. Its ten
measures for special support and service
are to provide such persons with good
living conditions.

The LSS entitles persons to the special
support, and special services, that they
may need over and above what they can
obtain under other legislation. The LSS
supplements other legislation, and does
not involve any curtailment of the rights
provided under other legislation. A re-
quest for support and service from a per-
son who is qualifed for help under the
Act is to be frst considered under the
LSS to see whether the measure is stipu-
lated in the Act; this is generally regarded
as being to the individual’s advantage.

Who Is Covered by the Law?
The LSS applies to

1. persons with an intellectual disability,
autism or a condition resembling au-
tism

2. persons with a signifcant and perma-
nent intellectual impairment after brain
damage in adulthood due to an
external force or a physical illness

3. persons who have other major and
permanent physical or mental im-
pairments which are clearly not due to
normal ageing and which cause
considerable diffculties in daily life
and consequently an extensive need of
support and service.

What Measures Are Available?

1. Counselling and other personal
support

The right to qualifed expert help from
staff who, in addition to their professional
skills, have special knowledge of what it
is like to live with major functional
impairment(s). This support may be pro-
vided by e.g. a social worker, psy-
chologist, physiotherapist, pre-school
consultant, occupational therapist or di-
etician. Counselling and support is to be a
supplement to, and not a replacement for
measures such as habilitation, rehabilita-
tion and social welfare services.

2. Personal assistance

Persons with major functional impair-
ments and an extensive need of support
and help in their daily lives may be enti-
tled to personal assistance from one or
more personal assistants. The munici-
pality is fnancially responsible for those
who need assistance for less than 20
hours a week.

A person, who needs personal assist-
ance for his or her basic needs for more
than 20 hours a week, may be entitled to
assistance beneft. The right to this beneft
is set out in LASS - the Assistance Ben-
eft Act (1993:389). The Social Insurance
Administration takes the decision regard-
ing assistance beneft. The municipality is
Tnancially liable for the frst 20 hours in
such cases too. Personal assistance is to
have been granted before the person has
reached the age of 65, and the number of
hours of assistancg cannot be increased
after his or her 65 birthday.
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3. Companion service

Those not entitled to personal assistance
may instead be entitled to companion
service. The companion service is to be a
personal service, adapted to individual
needs, designed to make it easier for the
individual to participate in the life of the
community.

4. Personal contact

A personal contact is a companion who
can help the individual to lead an inde-
pendent life by reducing social isolation,
helping him or her to take part in rec-
reational activities and providing advice
in everyday situations. This support can
sometimes be provided by a family,
known as a support family.

5. Relief service in the home

A relief service can be provided on a reg-
ular basis as well as for unexpected situa-
tions. It is to be available around the
clock.

6. Short stay away from home

Short stays away from home are to pro-
vide the individual with recreation and a
change of scene, while giving relatives a
break. A short-term stay can be in a res-
pite home, in another family or in another
way, e.g. a stay at a youth camp or holi-
day camp.

7. Short period of supervision for
schoolchildren over the age of 12

Schoolchildren over the age of 12, who
are no longer covered by general child-
care services, can receive supervision be-
fore and after the school day and during
school holidays.

8. Living in family homes or in
homes with special service for
children and young persons

Children and young persons who cannot
live with their parents may be entitled to
live with another family or in a home
with special service. This is to be a sup-
plement to the parental home, both for
children who can live with their parents

some of the time, and for those who can-
not live with their parents at all.

9. Residential arrangements with
special service for adults or other
specially-adapted residential
arrangements

These can be various arrangements but
the most common types are group accom-
modation and service housing. The
individual may also be entitled to special-
ly-adapted housing to which they are re-
ferred by the municipality.

10. Daily activities

People of working age who have no gain-
ful employment and are not participating
in a course, are entitled to daily activities
if they are part of groups 1 and 2 under
the LSS.

Care — Recreation — Cultural
Activities

Care is also included in the measures Re-
lief Service, Short Period of Supervision,
Short Stay Away from Home, and Living
in Family Homes or in Housing with Spe-
cial Service. Care entails that a person is
provided with the support and help that
he or she needs in daily life, and in order
to feel safe.

Recreation and cultural activities are
included in the measure Homes with Spe-
cial Service for Children, Young Persons
and Adults.

What Do the Measures Cost?
The special measures are in principle free
of charge to the individual, with a few
exceptions. A person entitled to assistance
beneft from the Social Insurance Admin-
istration must pay the equivalent amount
to the municipality if the municipality
provides the assistance.

Someone living in residential ar-
rangements with special service for adults
may be charged reasonable fees for ac-
commodation, recreation and cultural ac-
tivities. Parents of children staying in
family homes or in homes with special



service are to contribute to a reasonable
extent to their children’s clothing, recrea-
tional activities etc.

Infuence and
Co-Determination
Each individual is to have as much infu-
ence and co-determination as possible
regarding the support provided under the
LSS. The individual is to be provided
with special measures only when he or
she personally requests it. Someone under
the age of 15 and who is clearly unable to
take a position on the issue is to receive
the measures when a guardian (up to and
including age 17), trustee or administrator
SO requests.

Municipalities are also to collaborate
with organisations representing persons
with functional impairments.

Individual Plan

Someone receiving measures under the
LSS is also entitled to request that an in-
dividual plan with approved and planned
measures is drawn up in consultation with
him or her. The plan is to be based on the
individual’s own wishes and can include a
number of measures, provided by one au-
thority or more. The municipality has a
special responsibility for coordinating the
measures described in the plan.

Right to Appeal

A person who is not satisfed with a de-
cision on a measure under the LSS can
appeal this in an administrative court of
appeal, in the frst hand the County Ad-
ministrative Court.

Responsibility and
Supervision

As a rule, the county council is respon-
sible for the measure “Advice and Other
Personal Support”. The municipality is
responsible for the other measures.

Under the LSS, the County Adminis-
trative Boards are the supervisory authori-
ties in the counties for both municipal and
individual measures, and are responsible
for inspecting them. The County Admin-
istrative Boards also have a duty to pro-
vide information and advice to individu-
als and municipalities. They are to pro-
mote collaboration in planning between
municipalities, county councils and other
offcial bodies.

The National Board of Health and Wel-
fare is responsible for central supervision
of the application of the Act. The Board is
to monitor, support and evaluate the ac-
tivities, take initiatives for change and
provide information.
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The Prevalence of Impairments
and Disabilities in Sweden

It is important for a number of reasons to
be aware of how many people have an
impairment; for example, when planning
measures and outreach activities and
when estimating costs. One reference of-
ten used in Sweden in these contexts is
Statistics Sweden’s (SCB) supplement to
the regular Labour Force Surveys. The
report issued in 2007 shows that about
919,000 people in Sweden between the
ages of 16 and 64 have some type of im-
pairment. This corresponds to about 16
per cent of the population in 2006. The
estimate covers the following diagnoses/
impairments:

Table 1. Total number of individuals with
impairments in 2006 by gender and per cent
of the population.

Impairment Men Female Total
Asthma/allergy 18,5 21,8 20,2
Damp/ADHD/Aspergers 0,2
Diabetes 10,1 6,1 8,0
Dyslexia 6,8 4,5 5,6
Deafness 2,3 1,3 1,8
Epilepsy 1,5 1,2 1,3
Heart disease 6,9 3,8 5,2
Impaired hearing 10,7 6,7 8,6
Gastrointestinal disease 4,4 7,0 5,8
Pulmonary disease 1,6 1,6 1,6
Psoriasis 51 6,1 5,6
Psychiatric impairment 7,9 10,6 9,3
Intellectual impairment 0,7
Physical impairment 29,5 34,1 31,9
Speech disorder 0,9 0,6 0,7
Impaired sight/blindness 6,7 5,7 6,2
Other 5,0 10,1 7,7

From: Statistics Sweden’s (SCB), Supplement to the
Regular Labour Force Surveys (2007)

However, a disability is not only defned
by the existence of an impairment; it also
requires some sort of disabling barriers.
Therefore, this is a relatively rough meas-
ure. The same report, however, notes that
about 556,000 people have a reduction in
their ability to work. This is equivalent to
9.5 per cent of the population in 2006.

Some Groups Are Not
Included in the Statistics

The sample in the study is limited, which
means that people with unusual, less
well-known diagnoses are not represented
at all. The same applies to people with
multiple impairments.

Extensive Impairments

One group that is not paid much attention
in the study is people with very extensive
impairments. Another way of fnding out
how many of these people there are might
be to look at how many people have been
granted assistance beneft under the As-
sistance Beneft Act (LASS). This beneft
is intended to pay for personal assistance
for people with impairments who need
another person’s help for more than 20
hours a week. In 2006, this beneft was
granted to 14,319 persons, which gives
some idea of the size of the group. There
are probably other persons with extensive
impairments who do not have assistance
for various reasons, however. For exam-
ple, their impairments could be so exten-
sive that they cannot live at home.
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Where Do Children, Young People
and Adults with Extensive Functional

Impairments Live?

Sweden no longer has any institutions for
people with functional impairments.
There are, however, residential arrange-
ments with special service, which are
measures regulated in the Act Concerning
Support and Service for Persons with
Certain Functional Impairments (LSS) as
well as the Social Services Act (SoL).

Children and Young People

In modern-day Sweden, most children
and young people with extensive func-
tional impairments grow up with their
parents and siblings. There are no insti-
tutions for children or young people with
functional impairments. Those children
and young people who cannot live in
their parental home — either because of
extensive medical needs or because they
attend school in another area — can re-
ceive help under the measure known as
Living in Family Homes or in Homes
with Special Service for Children and
Young Persons (Section 9 point 8 of the
LSS). The measure is to be fexibly ap-
plied and should be adapted to the needs
of the child and his or her family. In Oc-
tober 2006, about 150 children and young
people lived in family homes and just
over 1,000 children and young people
lived in homes or in residential arrange-
ments with special service. Residential
arrangements with special service are de-
signed like an ordinary home and are to
function as much like a home as possible.
A small number of children or young
people live together in a fat or house,
with round-the-clock support from staff.

Adults

Adults with functional impairments who
need support and help can have a wide
variety of residential arrangements. One

way is to live in their own home, like
most adults. Individuals who need help
and support in daily life can receive it
through home help service, a service reg-
ulated in the Social Services Act. Home
help service is provided to make daily
living easier for the individual, and it in-
cludes service measures as well as per-
sonal care. Those who have a more exten-
sive need of support and help can request
the measure personal assistance (see sep-
arate information sheet).

Residential Arrangements
with Special Service under
the LSS

Residential arrangements with special
service can be either group accommo-
dation or service housing, and are located
in ordinary housing areas — a block of
Tats or a house. The Tat is the person’s
private home, and the staff providing
service and support must be aware of the
person’s need of integrity and privacy,
even though the person needs extensive
help. The fat is to have all the facilities
that you would fnd in an ordinary fat —
rooms for socialising and sleep, a room or
part of room for cooking, a toilet and
shower/bath.

Almost 21,000 people, mostly people
with intellectual disabilities, lived in resi-
dential arrangements with special service
in October 2006.

Group accommodation contains a
maximum of fve or six connecting sepa-
rate Fats in ordinary residential areas. Ad-
jacent to the individual fat are facilities
for communal activities and staff on duty.
Individual and collective help is to be
provided, and varies according to the
needs of the residents. Staff are generally
available 24 hours a day. Group accom-
modation is the most common alternative
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to the institutions which used to be the
most common type of living arrangement
for intellectually disabled people.

Service housing is available to people
who want to lead more independent lives,
regardless of their need of help and sup-
port. It consists of separate Fats spread
out in a lager area, such as a block of
fats, and communal facilities are some-
times available here too. Both individual
and collective support is provided. Staff
can be available 24 hours a day.

A specially adapted private home has
no staff, but the individual may receive

help from the home help service, com-
panion service or through personal assist-
ance.

According to follow-up studies, all of
these types of housing are able to provide
extensive and good-quality care, even to
people with severe functional impair-
ments. The aim in Sweden is that every
individual should be able to move to a
home of his or her own and live in it with
proper individualised support. With adap-
tations and technical aids it is possible to
make up for intellectual or physical dis-
abilities.



E Daily Activities
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Work is an important factor for partici-
pation in the life of the community. A job
does not only provide income, it also pro-
vides people with a social context and an
opportunity for personal growth.

The goal of the Swedish labour market
policy is that everyone should have a job.
However, unemployment is higher among
those with functional impairments com-
pared to the average for people of work-
ing age.

Municipalities are responsible for ensur-
ing that people with functional impair-
ments who do not have a job are provided
with a meaningful occupation or daily ac-
tivities. This is regulated both in the Social
Services Act (SoL) and the Act Concern-
ing Support and Service for Persons with
Certain Functional Impairments (LSS).

Daily Activities under the
Social Services Act

Under the Social Services Act, the Social
Welfare Board in a municipality is to en-
sure that those who encounter diffculties
in their daily lives for physical, mental or
other reasons are provided with mean-
ingful occupations. Municipal measures
may be of an overarching nature and can
provide general support such as col-
laboration with the local business com-
munity and labour market authorities.
The measures might also be individually
based decisions on e.g. daily activities
after an assessment of the individual’s
needs. The municipality might also be run
as an open activity that the individual can
participate in.

Daily Activities under the LSS
Daily activities under the LSS are meas-
ures to which people with intellectual dis-
abilities, among others, have been entitled
since 1968. The measure is primarily ori-
ented towards people of working age who
have no job or other meaningful occupa-
tion, and who are not participating in a
training course or other type of education.

This measure can be granted to persons
who have

* an intellectual disability, autism or a
condition resembling autism

e aconsiderable and permanent intel-
lectual impairment after brain damage
as an adult caused by external force or
physical illness.

An assessment is also carried out to de-
termine whether the individual needs the
measure. This need should not have been
met in some other way.

Those who have applied for a measure
under the LSS and had their application
rejected can appeal the decision and have
their right considered by a court of law.

In October 2006, almost 26,000 people
took part in daily activities. In 1999, the
same fgure was just under 20,000.

People attending daily activities are usu-
ally recipients of a disability pension. They
are sometimes also given a small amount
of money each day when they work.

What the Daily Activities
Consist of

The overall goal of the activities is to im-
prove the individual’s chances of getting
a job. For some people with extensive
functional impairments, it may not be
possible to achieve this goal, so the goal
might sometimes instead be to participate
in a meaningful occupation during the
day. The measure therefore covers both
habilitation and more production-oriented
activities, and is to

promote personal development and be
adapted to the individual’s wishes and
needs.

The activity varies with the extent of
the individual’s needs and wishes, and
with the different conditions in different
municipalities. The activity can take
place on special premises or at local busi-
nesses.
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E Personal Assistance and

Assistance Benetft
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Personal assistance is the service that has
attracted most attention in the 1994 dis-
ability reform. For many people, this
service is a symbol of the entire reform,
because the purpose of the disability re-
form is the same as that of personal as-
sistance — independence, self-determina-
tion, full participation and equality in liv-
ing conditions.

The background to personal assistance
was that persons with extensive need of
support were not being provided with the
kind service they needed. There were
many persons who had no infuence
whatsoever over the help they received in
very intimate situations, and the help was
often provided by a large number of dif-
ferent people coming and going in their
home.

The idea of personal assistance is to
provide support that is tailored to the in-
dividual as far as possible, and to opti-
mise the person’s infuence over how the
support is arranged. One way of achiev-
ing this is by giving the role of the assist-
ant’s supervisor to the person receiving
assistance.

Personal assistance is regulated in the
Act Concerning Support and Service for
Persons with Certain Functional Impair-
ments (LSS).

The purpose of the assistance beneft is
to make it fnancially possible for persons
with severe disabilities to appoint a per-
sonal assistant, either on their own or
through a provider.

Assistance beneft is regulated in the
Assistance Beneft Act (LASS).

Who Is Entitled To Personal
Assistance?

Not everyone entitled to support and
service under the LSS is entitled to per-
sonal assistance or to assistance beneft.

There are certain conditions that make
an individual eligible for personal assist-
ance. These conditions are that the person
must need personal assistance for certain
basic needs in daily life, such as help
with personal hygiene, dressing and un-
dressing, eating, communicating with
others, or other assistance that requires
detailed knowledge of the person’s spe-
cifc functional impairment.

If someone needs assistance with these
fundamental needs for more than 20
hours a week, he or she is also entitled to
assistance with other things in daily life,
such as going shopping, going to the cin-
ema, and during holiday trips.

Children as well as adults can have
personal assistance. Individuals must be
younger than 65 years old when receiving
assistance for the frst time. When they
are 65 or older, they can keep the same
number of hours that they were granted,
but the hours may not increase. Those
who need more help as they grow older,
can be provided with this through the
home help service.

What Is the Personal
Assistant Supposed To Do?
A personal assistant could be described as
a human aid who is to do all that a person
is unable to do due to his or her function-
al impairment. The personal assistant can
make up for a lack of mobility, loss of
sight or intellectual impairment. The as-
sistance is to be provided in many dif-
ferent situations and places, and by a lim-
ited number of persons. The person re-
ceiving assistance has the right to decide
what the assistant should do, when and
how.

The personal assistant is to assist with
basic needs in the person’s home, but also
to be of help in the community, while go-
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ing shopping, to the cinema, at work,
when meeting relatives and friends, on
holiday etc. The assistance has to be pro-
vided where the recipient is located.

Divided Responsibility for
Personal Assistance

The responsibility for personal assistance
and assistance beneft is divided between
local government (the municipality) and
central government, in this case repre-
sented by the Social Insurance Adminis-
tration.

The Social Insurance Administration
makes decisions regarding assistance
beneft if a person needs personal assist-
ance for his or her basic needs for more
than 20 hours a week. If a person needs
assistance for 20 hours per week or less,
the decision is made by the municipality.

How Many Hours a Day Can a
Person Have Personal
Assistance?

Assistance beneft is granted in the form
of a number of assistance hours that the
person may use within a certain period of
time. Assistance beneft is to be provided
according to the number of hours re-
quired for a person to have his or her ba-

sic needs met, as well as for other per-
sonal support.

There is no ceiling, i.e., theoretically,
the number of hours can be unlimited,
since persons with severe injuries or im-
pairments may need more than one assist-
ant at the same time. There are persons
who have personal assistance 24 hours a
day, enabling people with severe impair-
ments to live on their own.

How Can the Assistance

Be Organised?

The law has been framed to give persons
receiving assistance considerable infuence
over how the support is to be provided.

The assistance beneft can be paid di-
rectly to persons with functional impair-
ments, so that they can employ one or
several assistants themselves.

The person with functional impair-
ment can obtain the service from the mu-
nicipality, an assistance company or a
co-operative. If the person with function-
al impairment is the employer, he cannot
employ someone in his own family that
he lives with. If, for example, a woman
wants her husband as her personal assist-
ant, she must ask the municipality, a com-
pany or a co-operative to employ her hus-
band as a personal assistant.
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People with Intellectual

Disabilities
Activities for people with intellectual dis-
abilities used to be administrated by the
county councils through a special organi-
zation separated from health- and medical
care and in close cooperation with the
municipalities. By the end of the 1980s,
the municipalities started to take over the
responsibility for these activities from the
county councils. [In the process,] both the
responsibility and these activities were
decentralized.

There were several reasons for this ex-
tensive change. Several laws geared at
this specifc group together formed a con-
tinuous and strong support for this devel-
opment. The legislation was strongly in-
fuenced by the normalisation ideology
that characterised the development of the
time. At this time, the parents’ organisa-
tion (FUB) also grew rapidly, both on a
national and a local level. It became an
important lobbying organisation that pro-
moted the prioritisation of activities for
people with mental disabilities both na-
tionwide and locally. Until 1995, the
Board was a supervisory authority and
conducted very active supervisional
activities/supervisions both of the institu-
tions and other activities and this strongly
contributed to the decentralisation of the
care of those with mental disabilities.
Currently, the County Administrative
Boards are responsible for this supervi-
sion. Another important catalyst for this
development was the research conducted
concerning handicap issues. [In addition
thanks to this research, the development
could be continuously evaluated.

Nursing Homes and Special
Hospitals Are Deconstructed
During the 1980s, the institutions were
beginning to be shut down. At their peak,
about 14,000 children, youth and adults
were living at various nursing homes in

Sweden. Today, all of them have moved
to homes integrated in the community. In
many cases this meant that these people
moved to the municipality in which they
had been born or where their relatives
lived, or simply the municipality in
which they wanted to live. Evaluations of
this deconstruction of the institutions
show that it has been benefcial not only
for the intellectual disabled persons
themselves but also for their relatives
and staff.

Today, most people who have a intel-
lectual disability receive support in ac-
cordance with the special civil rights law,
the Act Concerning Support and Service
for Persons with Certain Functional Im-
pairments (LSS). In Sweden, about
36,000 intellectual disabled persons re-
ceive support through LSS. This corre-
sponds to c. 0.4 percent of the population.
Over 17,000 of these are children and
youth and about 32,000 are adults under
the age of 65. Over 40 percent are wom-
en.

Daily Activities and Housing
in the Community

Children with intellectual disabilities re-
ceive childcare through the ordinary
childcare services, like any other child.
Those who have reached school age at-
tend a special class for those with learn-
ing disabilities. These classes are inte-
grated in the ordinary schools. In order to
allow the parents time off, there are short-
stay homes for their children and also the
possibility to get relief in their homes.
For children and adults in need of expert
help there are habilitation and rehabili-
tation resources, professionals with ex-
tensive knowledge of intellectual disabili-
ties, autism, etc. Today, about 19,000
adults with mental disabilities live in their
own homes, in group homes or independ-
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ently with, for example, personal assist-
ance. The group homes are located in
blocks of fats, row houses and independ-
ent houses. An alternative to this is a
number of fats located in the same block
of fats, with one apartment set aside for
the staff and as a meeting place for those
who live in the building.

Daily activities are provided in the
town or part of town where the person
with intellectual disabilities lives. Previ-
ously, these activities were often located

at special day centres, but today they are
increasingly being integrated into ordi-
nary workplaces. Individuals or small
groups of people participate in, for ex-
ample, service or production, often with
personal support in the workplace. Al-
most all adult persons with intellectual
disabilities take part in this type of activi-
ties, which amounts to c. 22,000 people.
People with intellectual disabilities can
also have a salaried position, but, unfortu-
nately, this is uncommon.
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Care and Support for People
with Mental lllness or
Disabilities in Sweden

In Sweden the prevalence of mental ill-
ness or mental disorders is equal to that
of many other European countries. Table
1 below presents some of the most com-
mon psychiatric disorders in the total
population which have been estimated
from epidemiological research carried out
in Sweden and in other European coun-
tries.

Table 1. Estimated point-prevalence of
psychiatric disorders in the total population of
Sweden.

(The range may depend on differences
between sex, urban-rural locations etc.)

Diagnosis/diagnosticrelated Percentages
conditions

Neuroses/anxiety 8-10
Depression 3-5
Psychoses (total) 1-1.5
Schizophrenia 0.5
Long-term mentally ill/disabled people* 0.6-1.0
Substance abuse 5-7
All psychiatric disorders? 13-15

1 For whom psychiatric care and/or social services are re-
sponsible for treatment and social support.
2 In need of psychiatric treatment.

Care and Support

The health care system of Sweden is sup-
ported and governed through three politi-
cal levels — the State (Central Govern-
ment), the Counties and the Municipali-
ties. The Central Government is responsi-
ble for legislation within the health care
system, higher education (universities),
research funding (see paper about re-
search) and the health insurance system,
which includes disability pensions for
long-term mentally ill persons, and gen-
eral and directed subsidies to counties
and municipalities to help them carry out

different public service measures. The
Counties (21 in total) are responsible for
the operative specialised health care ac-
tivities, for mentally and/or somatically
ill people, which include hospitals and
primary health care (GPs) and the medi-
cal professions working there. The Mu-
nicipalities (290 in total) are responsible
for social services for elderly and disa-
bled persons, including mentally disabled
persons. This includes social support, re-
habilitation measures and medical nurs-
ing treatment. These responsibilities were
determined/settled in the Social Services
Act of 1982.

Between 2-5 percent of the total popu-
lation seeks psychiatric care over the pe-
riod of one year. Most of those seeking
treatment come from urban areas. In re-
cent years the increase has been substan-
tial for younger people and those with
substance abuse.

Long-term mentally ill persons are tak-
en care of both by psychiatric care or-
ganisations and social services agencies.
Asurvey in 1997 found that about 43,000
persons were included in that target group
(0.5 percent of the total population).

Costs

The costs for medical care in Sweden,
which is paid for by the counties, are €
16,7 billion/year(2005), which is nearly
10 % of the GDP. The net expenditure for
psychiatric care for the Counties is about
€ 1.6 billion/year. Unfortunately, it is im-
possible to separate costs for mental care
within the social services from other
costs. An investigation in 1997 aimed at
determining all community costs for all
mental disorders estimated these costs to
be € 5.5 billion/year.

C
.9:3.. Socialstyrelsen

THE NATIONAL BOARD OF HEALTH AND WELFARE



The Development of Care

and Support for Mentally Il
Persons

In 1967 the responsibility for the mental
hospitals was transferred from the State to
the Counties. At that time there was a ca-
pacity to treat about 35,000 patients (4
patients/1,000 inhabitants) and 70 percent
of that capacity was located at mental hos-
pitals. The closing of the mental hospitals
continued from the later part of the 60s to
the mid90s. Today (2007), there are no
mental hospitals left in Sweden, but psy-
chiatric wards in general hospitals have
the capacity to receive 4 800 patients (0.5
patients/1, 000 inhabitants) in total.

The decrease of beds available for psy-
chiatric patients, long-term mentally ill
persons in particular, at hospitals has been
met by an increase of housing alternatives
provided by the social services.®* Almost
the same numbers of people were institu-
tionalised during the period between 1994
and 2002 as in previous years, but the
institutions within the social services are
usually more homelike than former psy-
chiatric in-patient institutions. The devel-
opment of this shift is shown in fg. 1.
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Fig. 1. Number of people in night- and day-
care institutions within psychiatric care and
social services in 1994, 1997 and 2002.

In the beginning of the 70s Sweden re-
constructed its adult psychiatric care or-
ganisation. Infuenced by the Community

3 E.g. nursing homes, supported living.

Mental Health Program in the US, out-
patient services were established
throughout Sweden. This reconstruction
programme - the so-called ”sectorisation”
of the psychiatric organisation —was ac-
complished in 1985. At that time, Sweden
was divided into some 135 catchment ar-
eas, every area served by a clinic which
had (and has) the responsibility for all
out-patient services, based on some 600
out-patient receptions as well as in-pa-
tient (hospital) services. Due to rationali-
sation and large-scale thinking the
number of clinics now (2006) has de-
creased to some 100.

A special governmental investigation
and evaluation of the conditions of long-
term mentally ill persons in particular
conducted in the beginning of 1990 con-
cluded that the care and social support for
these persons were not suffciently real-
ised. Neither the psychiatric care nor the
social services fulflled their commitment
to give proper care and support to the tar-
get group. A proposal was made which
entailed a reformation of the measures
for the target group, including changes of
the current legislation and an introduction
of some new laws. In 1995 changes in the
law together with economic reinforce-
ment directed to the target group consti-
tuted what was named the Community
Mental Health Care Reform.

The aim of the reform was to bring
home to the local community persons that
had been treated for a long time in psy-
chiatric hospitals and nursing homes
(about 3 000 persons) and to force social
services agencies and psychiatric units to
co-ordinate their efforts for these people.
Also, the social services were supposed to
be responsible for the support of all long-
term mentally ill persons in the commu-
nity with housing, daily activities and re-
habilitation.

Investigations showed that the reform
process was not satisfactory. Again, the
government decided to reinforce the proc-
ess by directing grants to the psychiatric
care organisation and the social services.
In 2004, a special co-ordinator was given
the task to stimulate measures for persons
with long-term mental illness during 2004



—2006.. The National Board of Health
and Welfare is responsible for supporting
the social services and psychiatric care in
their efforts directed to long-term men-
tally ill people as well as other psychiatric
patients during the years 2007 — 2010.

Legislation Concerning
Mentally 11l Persons
The Swedish Disability Act (1994) aims to
give support and service to people with
disabilities, including those with disabili-
ties due to psychiatric disorders. The law
states a number of specifc forms of meas-
ures that people with disabilites can re-
ceive, including counselling and support,
personal assistance, housing with special
services personal, contact service and
companion. The act complements other
legislation and may not entail any curtail-
ment of assistance to which the individual
is entitled under other laws. Moreover, it
is a civil rights law and decisions can
therefore be appealed in the administra-
tive courts.

The Health Care Act regulates the care
of persons in need of medical or psychiat-
ric treatment, either by nurses in sheltered

homes within social services or by spe-
cialised psychiatric care in these homes or
in clinics.

The Social Services Act stipulates that
it is the duty of the municipal social serv-
ices to conduct outreach activities among
people with psychiatric disabilities. Social
services are also responsible for planning
their assistance programmes for these
people in collaboration with the psychiat-
ric care organisation and other social bod-
ies and organisations.

The Municipal Financial Responsibility
Act (1995) states that it is the responsibil-
ity of the municipalities to pay for the
care of patients who, after three consecu-
tive months of in-patient treatment by a
psychiatrist, have been deemed as fully
medically treated within the psychiatric
in-patient system but are still being cared
for in hospital because they cannot be
transferred into community-based inde-
pendent living or sheltered housing. One
of the aims with the municipal fnancial
responsibility is to stimulate the develop-
ment of new forms of housing within the
community for people with mental dis-
abilities who have been under long-term
institutional care.





