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CHECK AGAINST DELIVERY

Mr President,

Allow me first of all to congratulate you and your
colleagues in the Bureau on your election. I feel
confident that we may look forward to a constructive and
fruitful Assembly discussion.

Mr President, The United Nations Decade of Persons with
Disabilities has led to increasing international
awareness of the needs and capacities of persons with
disabilities. It has stimulated activities throughout
the world.

To a very high degree they are the product of
longstanding, persistent and arduous work of people with

disabilities themselves and their organizations.

Sweden was one of the countries playing a very active
role in the preparation of the Decade. We were most
satisfied to see important elements of our own outlook
on policies for people with disabilities reflected in
the World Programme of Action, in particular the notion
of equalization of opportunity: our societies have to be
planned and adapted to respond to the special needs of
people with disabilities. This is a tremendous challenge
since it involves such a wide range of policies:
education, employment, social services, city planning,
transportation, just to mention a few. It requires

resources. But it has to be done.

To read the Secretary-General's report is sobering.
Much of the World Programme still awaits its
realization. We have to use this opportunity to move
forward, and the time is right: we meet just a few

months after the Rio Conference which focused attention



Our deliberations here should result in the
establishment of a realistic basis for a long term
strategy for action in the field of disability by the
internationa’ community. Anything less than that would
mean letting people with disabilities down at the very
moment when they have their highest hopes pinned on us.
It is certainly incumbent upon us to move beyond the
rhetoric which has so often beclouded our vision to a

plan for concrete and practical action.

Mr President, in several countries, national programmes
of action have been formulated on the basis of the World

Programme to promote their implementation.

Thus, there is no lack of recommendations and
declarations regarding the rights and needs of various
groups of people with disabilities. But unfortunately
many share - at least in my opinion - a basic
shortcoming, namely a virtual absence of effective
mechanisms for monitoring their implementation by the
international community and by Member States. Therefore,
Member States have been prone to look upon the precepts
they contain in rather a non-committal fashion, rather

than seeing them as a set of rules to guide conduct.

Mr President, precisely to improve upon the
implementation of the World Programme, and its
monitoring, and following a Swedish initiative 3t the
first regular session in 1990 of ECOSOC, the Commission
for Social Development in 1991 established an ad hoc
open-ended working group to elaborate standard ruies on
the equalization of opportunities for people with
disabilities.

A large number of member states have taken part in the
work of the group, and the international organizations
of people with disabilities have contributed actively to
its deliberations and to the good result of its efforts.



4,

The Standard Rules form in our view an integral and
central part of a longterm strategy of international
action. While they are not legally binding they will
provide an important yardstick by which each of us may

measure progress.

I should like to underline that we view the integration
of disability matters into the general context of social
planning as fundamental to the process of realizing the
human rights of people with disabilities.

Mr President, I should now like to turn to what I
believe should be some of the basic tenets underlying

our long-term strategy for international action.

First, we need to be clear in our minds as to what we
regard as the very concept of disability. What
constitutes disability and how does it manifest itself

socially, economically, culturally, politically?

Second, do we have the requisite tools for getting our
facts straight, so as to be reasonably assured that the
various measures we undertake reflect real conditions
and problems?

As regards the first item, I share the view that
disability ought to be looked upon as one of several
natural and inevitable differences between people.
Society must be designed for and adapt to all of us. Or
expressed in different words: A disability is not a
characteristic of the individual, but a relationship
between the individual and her or his environment. This
attitude to disabilities entails political consequences
as regards social planning. It challenges us to design
society so that we may all participate in it. My basic
assumption is that people with disabilities should not
be regarded as a problem, but that society should be
adapted to suit everybody.
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Let me now come to my second question. It emphasizes
that our views and measures must reflect actual
conditions and thorough comprehension of facts.Sweden
has recently completed a major governmental survey of
conditions for people with disabilities. It indicates
clearly that, in spite of general improvements in their
life conditions, people with disabilities still lag
behind others in a number of respects. This is
especially true of people with severe or multiple
disabilities.

Without doubt, the right to decide for ourselves in
matters concerning our own situation is central to the
quality of life. The Swedish survey shows, however, that
dependency on others is a frequent fact of life for many
persons with disabilities. In fact, only a very small
proportion of interviewees with severe disabilities
considered themselves in a position to determine who

should provide them with requisite support services.

Mr President, this survey forms the basis for a very far
reaching reform. I am pleased to have this opportunity
to tell you something about the Swedish Government's
disability policy.

I should like to point out that, despite the severest
and longest recession that Sweden has experienced in the
last sixty years, we are not only implementing a costly
reformn, but we are also doing so on the basis of a
fundamental approach to disabilities that is very much
inspired and supported by the organizations of people
with disabilities involved in this field.

About two weeks ago The Swedish Government decided to

propose new legislation to Parliament.
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The legislation will apply to about one hundred thousand

Swedes, in particular:

* people with mental retardation and autism;

* people with considerable brain injuries;

* people who, due to other serious and permanent
functional disabilities, encounter substantial
difficulty in their daily lives and are in need
of extensive support. These people will have a
statutory right to

* personal assistance

* counselling and expert help

* a contact person

* wvarious kinds of respite care

* apartments with special services or group homes
* an individual support plan

The most important of these rights is the right to

personal assistance.

Personal assistance will enable the individual to decide
in what way and in what situations assistance is given.
In some cases this may make all the difference as far as

job or study opportunities are concerned.

Others need a small number of attendants whom they know
well so as to make themselves understood and be able to

obtain information.

For many, this provision of flexible assistance help
them to avoid isolation and passivity by limiting their

dependence on pre-planned activities.

Mr President,

I have outlined here the broad lines of a far-reaching
reform which we are undertaking. It illustrates the
commitment of the Swedish Government to pursue policies
which are in line with the objectives of the United
Nations Decade. But we certainly realise that conditions

and opportunities vary from country to country.
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In designing and implementing strategies and programmes
for international cooperation we must understand and
respect national differences with regard to the
cultural, social and economic background. Rather than
just assessing country positions we must seek to build
our policies upon the common understanding that all

people are fundamentally equal and are all entitled to

the same rights.

Thank you, Mr President



<
]
f
X
a
S
;
i
<
3




© 80U 1991:46

Introduction

A special parliamentary commission appointed by the Govern-
ment is investigating the situation for children, young persons
and adults in Sweden with severe functional impairments. The
committee has taken the name of the 1989 Disability Commis-
sion.

The broad-based membership of the Commission includes
representatives of all the parliamentary political parties, the
. entire disabled movement, the national associations of county
councils and municipalities, national authorities and other
bodies. Altogether it has 11 members, 14 special advisers and 3
expert advisers. (Further membership details are appended to
this report.) - :

A whole variety of aspects of the living conditions of several
disabled members of the community are to be investigated.
Where improvements are needed, the Commission is to put
forward proposals which will assure persons with functional
impairments of effective support enabling them to become full
participants in the life of the community.

The Commission has conducted and reported on surveys of
the views of both users and mandators of the support and
service available to persons with severe functional impair-
ments. The results of questionnaires, interviews, hearings etc.
point to critical shortcomings in several respects, not least with -
regard to the self-determination of individuals, opportunities
of occupation and employment, and access to leisure and recre-
ational activities.

In May 1991 the Commission presented its main report,
which is entitled Disability, Welfare, Justice (SQU 1991:46).
This is the Commission’s fourth report summarising a number
of interim reports on various subjects. Two further reports are
in preparation, one dealing with interpreting services for the
deaf, the deaf and blind, the speech-impaired and the hearing
impaired, and another dealing with such general issues as the
accessibility of media, transport systems etc. The Commission
plans to complete its investigations in 1992.

The main report, a summary of which is presented here,
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contains specific proposals aimed at eliminating deficiencies
revealed by the Commission’s various surveys.

The proposals are intended to assure persons with severe
functional impairments of individualised support and good
service in the community. This means habilitation, rehabil-
itation, expert measures and technical aids. Proposals are also
put forward concerning personal support and better access to
occupation, employment, transport assistance, housing etc.
The proposals underline respect for the self-determination of
the individual and user participation. The proposals are to be
put into effect by means of new legislation, changes of manda-
torship and financial support. .

The following summary gives the main outlines of the pro-
posals. -

" After the proposals have been circulated for commenf, the

- Riksdag (parliament) is expected to make them a basis of

legislation in 1992, after which the new Support and Services
(Persons with Certain Functional Impairments) Act proposed
by the Commission should be able to enter into force in 1993,

~ together with various other statutory instruments etc.

It should be emphasised in this connection that the Commis-
gion is unanimous on all the main issues dealt with in the
present report.

- For furthef information, we may add that the Commission,

- which stresses the openness of its work, presents its reports in

several different forms, so as to make them more readily acces-

sible to different groups. This, in addition to the English sum-_

mary presented here, cassette, Braille and (e.g. for the in-
tellectually handicapped) easy reader versions of the report are
also available. . .

-S0U 1991:46

- Summary

| The remit

The 1989 Disability Commission has had the task of investi- .
gating certain aspects of community support for persons with
functional impairments. Its main concern has been to chart
and analyse measures taken in social services, together with
habilitation and rehabilitation. The inquiry has taken as its
starting point the situation of children, young persons and
adults with extensive functional impairments, and of the
small, less-known groups of disabled. The remit stated that, if -
there were shortcomings in the measures taken by social ser-

" vices and in habilitation/rehabilitation inputs, the Commis-

sion should put forward proposals conducive to improvements,
80 as to assure persons with extensive functional impairments
of adequate support. Differences in standards as charges pay-
able between individual pétsons and groups of persons, and
also between different parts of Sweden, were to be observed.
Furthermore, among other things, the remit includes accessto -
employment and to leisure and recreational amenities. Gener-
al access to environments and activities and the need for anti-
discriminatory legislation were further questions to be in-
vestigated.. _ o o
The Government’s remit to us in these matters was con-
veyed in a directive (1988:53) and in supplementary directives
(dir 1988:65 and 1990:24). In addition, the Commission has
received certain letters and Riksdag statements. B
Three interim reports and a number of reports on special
subjects have already been. presented by the Commission.

These are presented in greater detail in other sections of the

present report. o ) :
The Commission intends to discharge its remit by present-

ing a special report on interpreting and other services for the . -

deaf/deaf-blind, hearing impaired and speech impaired, and .
also a ﬁnal report during the second half of 1991. T
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The basic approach of our report

It is above dispute that the emergence of the environmentally
related concept of disability has profoundly affected Swedish
policy for the disabled and continues to do s0. The interest-
related work of the organisations of the disabled has estab-

lished the concept in a way which is reﬂected_in many different -

contexts. Describing disability as a relationship between the
_ injury or disease and the person’s surroundings (as in Govern-
- ment Bill prop. 1979/80:1, enacted as the Social Services Act) is
important for two reasons. It stresses that disability or hand-
icap is not a property of the individual, and it creates possibili-
. ties of change.

We have been able to 6bserve, however (in our interim report. _

SOU 1990:19), that, where many people with extensive func-
tional impairments are concerned, the potentialities of the
- concept have not been utilised. On the contrary, we have been
able t6 see how certain social changes maintain and even
create new and important obstacles, i.e. compound disability.

We have also been able to see how individual persons and
groups with serious functional impairments have living condi-

tions which reveal persistent gaps in the development of wel- -

fare. Well-known targets concerning full participation and
equality have not been achieved. : :

" Great expectations were attached to ‘the national pro-
gramme of action on matters concerning the disabled (1982),
widely endorsed as it was by all political parties at that time
represented in the Riksdag, by both the national associations
of local authorities and by the disabled movement. Both the
follow-up carried out on the Government’s behalf by the Na-
tional Council for the Disabled and our own surveys have
made it clear that, while reforms have been introducéd which
in several respects have improved the situation of persons with
functional impairments, at the same time considerable in-
equalities have also been developed between persons with dif-
ferent fanctional impairments; between different parts of the

country and within different sectors of the community, e.g. in .

. working life, the leisure sector, the recreational sector and the
cultural sector respectively. In a word, these who, on account of
extensive functional impairments, encounter very great diffi-
culties in their everyday life, are most deprived in terms of

'
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housing, employment and occupation, leisure and recreation,
health care and medical attention, public communications,
information ete. This in turn excludes them from opportunities
of exerting influence. Very often these deficiencies remain in- .
visible, and a state of exclusion is established. In this circular

process, those attitudes on the part of the surrounding commu- o
nity are consolidated which can be manifested by individual

self-determination in the private situation being disregarded -

and taken away from those who are entirely or greatly depen-
dent on support and assistance in their daily lives. T
. This is alarming and challenging, as regards both the condi-
tions of individuals and the development of society. It has led -
us to undertake a deeper analysis of various ways of looking at
the situation of persons with functional impairments and at

structural changes in' society. All in all, this has provided a

basis for our recommendations and for the qualitative de- . -

mands, fundamental principles, which we have defined. o
To overcome the state of exclusion to which we refer, and to .

 assure individual persons with extensive functional impair-.

ments of secure, good living conditions, we have a starting

- point in the approach formulated by the united disabled move- -

ment in a document addressed to the Disability Commission ~
(1991). We agree with the disabled movement that functional o
impairments are to be regarded as one of several natural and
inevitable variations in a population. People with functional .

impairments and their needs are not éver-new "problems” to'

Ived by a special process. Diversity — and people’s func--
Eiir?gl impali’rmeg:: — can always be expected. Tl}ig kno'wled.g_'e R
must be a starting point for general‘ welfare policy and social . 3
‘development. Everybody must be given equal rights and o -
portunities of leading a good hfe.. ) : S

We maintain that this perspective sets an obvmu_s course for. o
necessary and vigorous reforms. In the present situation we " ..
believe that both general and individualised measures are’ .
called for. The recommendations which we put forward in this -
report, and the inquiry which will be completed in a final rePOTf:'
during the second half of 1991, include measures to bring about:

— changes in'personal conditions through habilitation, rehff_-_

bilitation, health care and medical services etc., o

~ changes in the structure of society, through measures -

creating accessibility in the broad sense, -
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— support- and service aimed specially at catering to the -

needs of individual persons with functional impairments.

" As we see it, basic values and economic considerations require
changes in the general accessibility of society to be made an
emphatic strategy. At the same time we wish to emphasise
that the need for individualised measures must be provided for.
Special and individualised measures, however, will not replace
the great and general changes that are needed in order to
make schools, housing environments, workplaces, clubs and
societies, media, cultural life, public transport etc. accessible.

Every day, individual persons within the sector of the pop-
ulation with which we are concerned are confronted by in-
equality and deficiencies with regard both to general access
and to the special support which is made available. The insecu-
rity ariging for the individual (and his or her next-of-kin)

" causes mental and physical wear and tear, the costs of which in
all respects are difficult to calculate. We have therefore judged

~ it necessary to guarantee individual persons good living condi-

. tions and necessary support through special legislation, This
may seem inconsistent with our view that people with func-
tional impairments are not to be treated as ”problems” to be

~ solved by special means. But, in our opinion, it is consistent, in

* the light of experience derived from our surveys of the present .

- situation for the persons with whom we are concerned.

These needs are accentuated by aspects of current social
‘development, e.g. explicit emphasis on the independence of the
individual, the growing use of management by objectives, de-
centralisation, the growth of international dependence and
certain changes in the public sector, all of which are creating
more competition between different input sectors, at a time
when common economic resources are overstretched.

" We believe that legislation is needed as part of the process of

- -asserting the position of the individual in society and giving

him/her (and his or her-next-of-kin) a means of influencing

" . their situation. But also in order for him/her to be able to take

part in the development of society and to fashion the society in
which children, young children, young persons and adults with
extensive functional impairments are automatically included
- +and respected in the general diversity. .

Looking further ahead, into the next century, however, we

" SOU 1991146

~

are referring to here to be provided for through the provisions
of legislation which all members of the community will find
adequate. , : ' . N

Brief digest of the report
Structural changes (Chap. 3)

~
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feel that it is a natural objective for the needs of the persons- we

This chapter analyses the -oonseduences of increased interna-

tional integration and of the new administrative policy with its
aims of decentralisation and management by objectives. The

point of departure is opportunities for individuals with exten-
sive functional impairments to assert their civic rights and to - :
influence such things as support and service. We discuss man-

agement by instruction and management by objectives with
reference to various activities. S :

Critics of management by instruction have often overlooked

differences between external and internal regulations.

External regulations refer to the citizen in relation to:au-
thorities/the state. The more exact those regulations are, the -

‘or her civic rights. .
Internal regulations refer to the concerns of an adminis-
trative organisation (budgeting rules, personnel matters etc.).
Organisational efficiency apart, the manner of internal man-
agement is of no consequence to the individual citizen. .-

stronger. will be the position of the citizen and the greater his

Management by instruction presupposes legal controls, for -

example through a faculty of judicial appeal against adminis-
trative decisions. In certain respects thjs canleadtoa pz:ol?lem;
atic relationship between policy-making and the administra-

tion of justice. But at the same time, a judicial authority is

independent and can safeguard the legal security of the indi-
vidual in the event of conflict between citizens and the authgr-
ity on which they depend. . : . .
There is a current trend in favour of substituting manage-
ment by objectives, as a means of achieving flexibility. To the
individual, goal descriptions are serviceable mainly as a d.eﬁ-
nite norm against which an activity can be assessed publicly.

Management by objectives can serve as an internal steering

instrument, e.g. for an administration. On the other hand, it is
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unclear whether it can serve in the citizen’s relation to the
administration, i.e. in the context of external control. What is
more, it has proved difficult to carry out the evaluation which
the idea of management by objectives incorporates. Vague ob-
jectives are one of several obstacles.

- ‘There may be advantages in a combination of management
by instruction and management by objectives, in the sense of
the internal conditions of authorities/admintstrations being
subjected to a greater element of management by objectives

_ and relations between the citizen and the administration being

more exactly governed by instructions.
- Privatisation is another topical line of development, above

‘all in the sense of privatising the production of public services.
The competitive situation which this can result in presents’

adya_nta'ges and disadvantages to people with functional im-
pairments. One possible disadvantage, for example, is the risk

of segregation, i.e. of the public sector having to take care of
“complicated sides of an activity at the same time as qualified
personnel move to other producers. An advantage to individual

persons with functional impairments may take the.form of

greater freedom of choice and closer adjustment to individual

gervice needs.

~Other aspects of current structural changes are concerned
with decentralisation. For persons with functional impair- -

ments, decentralisation in the form of municipalisation means
closer proximity to decision-makers. At the same time this
means greater differences between municipalities, resulting in
different conditions for individual persons in need of support
and service. Individuals may find themselves entirely at the
mercy of local political majorities and have difficulty, due to
their situation, in playing an active part in the local political
process — which in turn may be further accentuated by decen-
tralisation through sub-municipal or local committees.

We also raise certain questions of user influence which, up to

" now, have been fairly unexplored, e.g. as regards their dis-

tributive consequences. In our inquiry, we have primarily de-
scribed self-determination, influence and priority measures to

- strengthen the opportunities of the individual, e.g. through

personal assistance. L
From this analysis of various structural changes, we con-

-

SOU 1991:46 ' _ ' Brief digest of the report

clude that the process of reform will require two, mutually
complementary emphases: ’ o
— The position of the individual in society, his or her legal
security and political power must be strengthened. ' -
— General social planning must be aimed at preventing the -
exclusion' of citizens with functional impairments from ..
the basic opportunities of exercising their civic rights. .

In the Work of the Commission, these emphases have prompted

_ special concern with the following questions:

e the necessity and design of a law on civic rights, S
o the necessity of wider support for individual persons

through the legal aid system, .
e contingent finds for mandators not complying with the law,

" o freedom of choice through a multiplicity of producers of

activities, but with public funding and regulation,
e measures to strengthen self-determination and influence, .
-e.g. through personal assistance, : R _
e the relationship between the rights of individuals and the
duties of the community, i.e. opportunities of strengthening
the position of individuals by means of exactly framed rules
(external rules), and liberty for mandators to design local
activities in response to individual needs (internal rules).

Welfare in a society for all — an ethical perspective
(Chap. 4)

This chapter describes the basic values concretised in our
qualitative demands and basic principles. Their purpose is to
lead to the achievement of the aims of full participation and
equality. ]

We present our considered choice of the humanist view of
mankind as the basis of our proposals, thereby rejecting the .
idea of people as objects and subjects of administrative mea-
sures.

All people are of equal worth, all have the same human

. rights and the same right to have those rights respected. Re-
', gardless-of depravation of or access to one or other individual

capacity. :
Autonomy means defending the right to integrity and priva-
cy. Certain individuals are dependent on that right being de-
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fensible by proxies; this applies, for example, to persons with
severe intellectual handicaps. We point out that situations of
this kind require great vigilance if they are not ‘to be abused.
The more impaired a person’s autonomy, the more vulnerable

his or her integrity will be. And, accordingly, the greater will -

be his or her dependence on the solidarity of others.

We have observed gaps in welfare between people with and
without functional impairments, and have seen that these
gaps cause considerable difficulties of everyday living to indi-
vidual persons in the population with which we are concerned.
Furthermore, we have.asked what values result in persons
with severe functional impairments obtaining a smaller share
in the development of welfare. : :

The "just right for the functionally impaired” mentality (W,
Ekensteen 1989) is a ballast expressing negative values and a

position of social exclusion. One of its results is the neglect of

accessibility, in the general sense, in urban planning.

We note that a society for all cannot delimit certain fields as
accessible to or "permissible” for people with functional impair-
ments. The community as a whole must be prepared for chil-
dren, young persons and adults with functional impairments.
This is a duty of solidarity which has to be translated into
action. -

.. In our opinion, inputs must be framed with these qualitative
requirements, to assert:
-® Self-determination and influence

® Accessibility |

® Participation _

¢ Continuity and a holistic approach

These concepts are our fundamental principles. :

Our proposals are not concerned with benefits or charity.
Instead they describe necessary and obvious tools for making
the goals of full participation and equality attainable.

The survey popu.lation (Chap. 5)

The Disability Commission has a remit referring to children,
young persons and adults with functional impairments. This
remit includes various problem fields conéérning various num-
bers of persons. This has resulted in our recommendations
being geared to a target group which varies in size, depending

SOU 1991:46 . o ' : : Brief digest of the repoi

on the focus of each recommendation and its relation to a
particular field. ) ' , .

After a brief review of the concept of disability and of an
approach which we share with the disabled movemenp, we
present our deliberations concerning the survey population.

We assume that the approach formulated by the disabled

movement, to the effect that welfare and, social development

must be based on knowledge of the host of variations naturally
and inevitably occurring in a population.

. This approach implies that vigorous efforts must be made. to
augment the general accessibility of society, something which
refers to a very wide population. But there is also a need for
individualised, special measures. These again must be pro-
vided through qualified measures in keeping with individual
needs. . ‘ ' RY _

We describe the population for .

— individualised measures under the Support and Servwes

. Act (LSS)
— other individualised measures. .

In keeping with our remit, we also consider the concepts of
"small and less well-known groups of the disabled” and "im--

igrant background”. Measures relating to these concepts are
:ir;lsf‘cz:s:dl:aresgtivély, in a special chapter of this report and in
our final report. : o o

Furthermore, we make certain dehmltatlons' _rglatmg, for
example, to the terms of reference and resp?nsiblhtles of other
official inquiries and sectors of the community, e.g. the tasks of
caring services for the elderly. Briefly, we find that ggneral
aspects of conditions affecting the elderly are beyond the scope

of our remit, as are questions-referring to individuals and . * -

' groups of persons with drink and drug problems. Delimitation

is also effected in certain respects in relation to the remit and. _

target group of the so-called Psychiatry Commission.

The population for individualised measures,.under the new

legislation which we propose, viz the Support and Services

(certain functionally impaired categories) Act (LSS), comprises

persons who, as a result of _
1. serious functional impairments, have .

2. great difficulty in their everyday living and, accordingly,
3. an extensive need of support. ) o
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These criteria imply that inputs are to be -concentrated on
persons with permanent or increasing functional impairments,
The cause or nature of functional impairment, on the other
hand, is not decisive, nor is the medical diagnosis.

The extent of the functional impairment has to be balanced
against difficulties in everyday living and the need for special
support. . : . o '

Our population cannot be statistically delimited to a certain
number of persons. _

All in all, we assume a population of some 100,000 persons
(children and adults) for individualised inputs under LSS, .

We recommend necessary reinforcement of several other in-

“dividualised measures, e.g. habilitation/rehabilitation, tech-
nical aids and transport services, In these fields, the population
cannot be delimited in the same way. Activities for habil-
“itation, rehabilitation and technical aids, for example, are con-
. ducted for our population in the same forms as for others with
funectional impairments, and in certain respects for senior citi-

Special support and service for children and the
family (Chap. 6-6.1) :

- The aim of the meastires we propose is for children and young
persons with extensive functional impairments to have the
Same access as others to childhood and adolescence with good
formative conditions, giving them at the same time an individ-
ually shaped preparation for a good life as adult citizens.

The special inputs we propose are not ends in themselves but

_ necessary means of well-being and participation in the life

content, activities, environments ete, of other children and

young persons. This also implies that the content and quality
of inputs must be continuously scrutiniséd and amended., The
possibilities of children and young persons (and their next-of-

- kin) taking part in and influencing this development work,

i
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concretising their qualitative demands and obtaining provi-
sion for their viewpoints must be reinforced, T

Our population also includes children and young persons in
a particularly vulnerable position. Their injuries/diseases/
functional impairments create impediments which today can- -
not be remedied in all contexts by adapting and supplementing
the environment by means of technical aids, personal support _
etc. ‘ : ’ -

In situations of this Kind, we believe that vigorous efforts "

~are highly essential in order to devise ways and means of

giving individual children and Joung persons a positive qual-
ity of life. This can require compensatory measures.

We go on to describe a family perspective in our inquiry: we
emphasise the responsibilities and influence of parents, we
take into consideration the wellbeing of the entire family and .
also the various roles which each member of the family has or-
wants to have outside it. ‘

Basically, children and young persons with extensive fune-

tional impairments must have access to a stable family life.

This requires the social support addressed to all children and
families with children to be supplemented in a manner corre-
sponding to individual needs and preferences. oo
One "benchmark” for calculating the number of children and
young persons aged up to 20 who may need expert inputs in .
the form of habilitation (a combination of medical, psycholog-

ical, educational and social resources) has often been put at’ . ..

some 1.5 per cent of the total number of childx_-en/young persons -
in this age group. : R
mDespiti 'ngl';ifest endorsement, in various contex.ts, of the
needs of the individual child, young person and family as the

starting point for obtaining support and service, legislation,” " -

organisational models, resource expansion etc. have come to be o
preoccupied with diagnoses or group designations. In C?Tt?"}__-_ _
contexts, this has resulted in a necessary concentration of

. forces and measures to deal with very palpable shortcomings. . -

At the same time, it has created inequalities in the availability:

of support and service in situations where inflividual persons;.‘ -
with similar great difficulties have been described by means o B

various diagnostic or group-related designations. o '

As we see it, vigorous action will now have to be taken :
create good and equal conditions for children and young per.
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sons in our population in this respect. The work of change must
proceed in a way which, at one and the same time, utilises -
positive achievements hitherto and augments the possibilities
of developing new knowledge and forms of action.
Individual children and young persons (and their families)

must be given access to all-round, qualified examination, diag-
"nosis, functional assessment, treatment, technical aids and

counselling, as well as other supportive inputs. More fields of
competence must be involved. The emphasis of inputs — med-
ical, educational, psychological and social - varies, but the need
for co-operation between different fields of competence remains.
Today the county councils are mandators for most of the inputs
referred to and, for certain groups, have established activities in
a special organisation for child and youth habilitation. These
habilitation inputs do not replace the advanced knowledge and
inputs, essential to children and the family, provided by others,
e.g. in child care, schools, social services and child health care.
In these and several other activities, there must be a basic
knowledge of disabling situations and of measures which can be
taken to alleviate the consequences of a functional impairment.

The School Boarding Houses Act (1965:136) and the Care of

the. Mentally Retarded Act (1985:568) constitute a starting

point for the framing of our recommendations. Both these Acts

" supplement inputs under the Social Services Act (SoL,) and the

Health and Medical Care Act (HSL).
We have found that statutory regulation will in future be

needed to supplement the statutory support otherwise exist-

ing for our population. The strongest reason for this, in our
opinion, is the vulnerable nature of this population and the

. unequal conditions of different groups, in different input fields
‘and in different parts of the country.

Through additions to the Health and Medical Care Act
(HSL), we recommend that medical mandators be required to -
organise and finance habilitation for children and young per-
sons with functional impairments, whatever the nature of,
those impairments may be. The availability of resources is to
be made clear in a special organisational plan drawn up by the
mandator. That plan must include activities within the county
council area concerned, but also inputs existing, for example,
at centres of knowledge concerning small, less well-known
disabled categories. ' :
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The organisatioh of habilitation must be fnade clear by an
individual plan. This is also prescribed through an-addition to

the Health and Medical Care Act (HSL). We propose that

-certain supplementary expert inputs be made available -

through a provision in LSS. _ )
What is more, children and families need to be assured of a

‘number of other inputs which we find it natural to include in

municipal mandatorship. o
In our draft version of a new enactment, LSS, we describe

) inputs to which children and the family are to be entitled and

which are aimed at facilitating a good life.

We refer, for example, to the assistance of a personal contact,
to the right to a co-ordinated individual plan of various:sup-
portive measures-and to various forms of relief service, both in
the home and in short-term homes. Furthermore, we recom-
mend rights referring to supplementary formative environ-
ments such as school .boarding houses and foster-homes, as

. well as entitlement to special supervision for children over 12

before and after the school day, during school holidays etc.
Special attention is paid to children and young persons with
very complicated functional impairments. 3

In the draft version of the new legislation, LSS, we have

. included several provisions augmenting opportunities for as- -

sistance geared to the individual child or young person in
connection with various activities. We believe that these vari-
ous measures can improve the child’s access to leisure activ-

_ities, for example.

 Parental pa;rtiéipation in treatment and education

facilitated (Chap. 6.2) ' :

To improve the measures taken on b_ebalf pf children and .
young persons with extensive functional impairments, we also
need a family perspective. This refers, among other things, to .
economic opportunities for parents to take part in the treat-
ment of their child and to receive education concerning their
child’s functional impairments, as well as measures fqr_pro- -
moting the child’s all-round development. To make this pos-
sible, we recommend that the system of contact days under
parental insurance be augmented for the benefit of parents -
coming with the ambit of our proposed legislation (1992:000) .
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_on support and services for certain-functionally impa_ired per-

sons. :

We recommend that a parent should be entitled to claim
contact days from the child’s second birthday and until the
child is 16. It is proposed that 10 days be made available per

* child annually. For parents with children in the 4—12 age

group, this will mean an 8-day increase, from 2 to 10 days per

child annually. For parents with children aged 2-4 and
- 12-16, our proposal will mean an additional 10 days per
‘annum. - '

This proposal will increase the possibilities of both parents
taking part, individually or together, in parental education
organised, for example, by organisations of the disabled. It
should also imply some improvement in the possibilities of

‘both parents obtaining compensation for taking part in the

treatment of their child when they simultaneously visit a
caring institution etc. :
In addition, we recommend that parent’s allowance in con-

nection with childbirth be made applicable to the same kind of
‘parental education as temporary parent’s allowance, contact

days included, can be used for, e.g. for parental education,

“provided by an organisation of the disabled.

Other proposals include wider availability of parent’s allow-
ance to a parent taking part in the treatment-of the child.

- Under the existing rules, the child normally has to accompany

the parents in order for parent’s allowance to be payable.
Under our proposal, the child’s presence will no longer be a
necessary condition for the payment. :

We estimate the total parental insurance cost of our propo-
sals at some MSEK 85 per annum.

In our review we have observed inequalities between differ-

‘ent aspects of parental insurance, as regards target groups and

forms of compensation. These differences affect the prospects of

" creating universal, uniform solutions by adding to the existing

rules. Moreover, an important question regarding parental in-
surance benefits in relation to functionally impaired and sick
children is the upper limit, 16 years, for entitlement to tempo-
rary paretit’s allowance. We find it essential that the improve-
ment we propose to parental insurance should be introduced as

* part of our reform package. As a second stage, we feel that the

mles of parental insurance concerning children with functiona)

-

walke
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impairmehts need to be reviewed and more uniformly framed..”

We are prepared. to consider this point in our further delibex_'--___: o

ations. -

Special supbort and service for adults and their

next-of-kin (Chap. 7-7.2)

First of all we describe general principles of habilitation, reha- -
bilitation and continuous support and service for adults. On
the strength of viewpoints received during the consultation . .
process, we state the importance of adults with extensive fune-
tional impairments having access to support and service which '

. will enable them to become established ifi and retain various

roles in adult life.

In the part .of this chapter dealing with habilitation and
rehabilitation, we define terms such as processes requiring
comprehensive and synchronised inputs to support the devel-
opment, training etc. of individual persons. We emphasise the
influence to be wielded by the individual, and we affirm that
he or she must not be "an object of habilitation and rehabil-
itation”. . '

We quote examples of shortcomings in the present availabil-
ity of inputs, and we lay down guidelines for the vigorous
expansion of activities. In our opinion, active inputs must also -
reach those who have hitherto been excluded from working-
life. We know that knowledge and experience exist — e.g.
concerning rehabilitation after brain injury — but that re-
sources have not been expanded in step with these advances.

The. expansion must be comprehensive, taking in several

fields, such as medical rehabilitation and vision and hearing

rehabilitation. The form of expansion also negds_tq be chargg-

terised by diversity (e.g. knowledge centres, individual facili-

ties for rehabilitation). _ '
To make this expansion of both habilitation and rehabil-

. itation possible, we recommend compensatory payments out of

social insurance to the county councils equalling MSEK 400.
We indicate lines of development for adult habilitation and
we point to the necessity of early planning for young person'’s

- transition to adult life.

We recommend that one mandator, the medical mandator, be .
required to organise and finance all-round habilitation and .
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rehabilitation for adults. These activities can be conducted by
others or, in certain cases, be based on co-operation between
several medical mandators. The medical mandator in an indi-
vidual person’s county council area of residence must, as being
responsible for a special organisational plan, be able to in-
dicate habilitation and rehabilitation routes in connection
with different functional impairments. This duty is made clear
by an addition to the Health and Medical Care Act.

We recommend that the individual be entitled to an individ-
ualised habilitation and rehabilitation plan, setting out needs,
inputs, responsibilities etc. This too is expressed in a supple-
mentary provision of the Health and Medical Care Act.

In addition, the individual may, in this as in other connec-

“tions, derive benefit-from a special personal contact, an assist-
ant, who can be appointed in accordance with our proposed
LSS (Section 6). .

Housing and services (Chap. 7.3)

~The overriding aim of housing policy is for everyone to have
access to a good home. This chapter describes general demands
concerning the design of a good home and the personal support
and service which persons with functional impairments re-
quire in the domestic situation. e '
We have chosen to describe forms of housing classified as
follows: an independent, detached home, a service flat, collec-
tive forms of housing and institutional accommodation.In vari-

ous ways, these different forms of housing and service have .

‘been subjected to a number of official inquiries, projects, legis-
lative enactments etc. in recent years. Several initiatives have
been aimed at improving the situation of people with func-
tional impairments. '

Despite various positive approaches, we have found that

people with extensive functional impairments have difficulty "

in obtaining provision for their housing and service needs.

Many of them are still living in institutions and do not have

homes of their own. Others are still living, as adults, in their
_ parental homes, even though they would like to have homes of

their own. Others again, for several reasons, do not have the
form of housing or service they desire — for example, due to a
. shortage of space, personal support etc. Many are unable to
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move to the locality of their preference, due to uncertainty as
to whether necessary provision can be made for their service
requirements. :
For this reason, and in spite of existing legislation in this
field, we have found that there is a need for stronger and wider-

statutory safeguards for our population. We recommend that .

individuals be entitled, through their municipality of resi-
dence, to obtain suitable housing with special services. This
entitlement, in our opinion, must be expressed through a pro-
vision in the new enactment, LSS. Municipal responsibility for
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catering to the needs of individual persons in this respect is in -

line with the obligation incurred by municipal authorities:
under the so-called "elderly reform”. _ . :
We see no reason to single out the intellectually handicapped

as a group in our proposals; instead we feel that the municipal -

obligation must apply to all persons with serious functional
impairments. i ,
We go on to describe how individual needs for support and

service in the home can be provided for, and we indicate oppor- .

tunities of greater autonomy and better continuity through our

proposal concerning the appointment of a personal assistant

(cf. Chap.. 9). _
Attention is paid to the phasing-out of institutions and also
to forms of housing accommeodation which must be made avail-
able, for example, to those'-who have spent a long time living in
institutions. We affirm that nursing homes for the intellectual-

ly handicapped are to be abolished, and we set a deadline for

this being accomplished throughout the country. That dead- . ¢
line, according to our recommendation, should be 1st January, -

1998. .

The phase-out calls for j'oint plahning by county councils and -

municipalities. We find it justified to make the municipalities

financially responsible for nursing home accommoda_tion._as _

long as nursing homes continue to exist.

'Special support and service for small and less well-

known groups of disabled persons (Chap. 8)

In recent years, attention has come to focus on the difﬁcult
circumstances which can arise when an individual person suf-

fers from an unusual disease/injury/functional impairment.
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These difficulties are concerned, briefly, with access to special-
ist expertise and with opportunities of comparing notes with
- other persons in the same position. The starting point for our
deliberations and recommendations is the uhusual diseases/

injuries which lead to extensive functional impairments and ,

occur in 100 persons (children and adults) or less per 1 million
inhabitants. This, however, is not a hard and fast limit. -

. .To supplement the other inputs we recommend for our pop-
ulation, we feel that the situation of the small disabled groups
must be made the subject of a national, continuous follow-up
study, for which we recommend that the National Board of
Health and Welfare be . made responsible. On this basis we
propose the establishment of certain knowledge .centres at

‘regional and national levels, as a development of the duty of - _

medical mandators to organise and finance habilitation and
~ rehabilitation. Knowledge centres must offer all-round special-
ist expertise and training and must assume responsibility for
- various tasks serving to improve the conditions of small groups
of the disabled. The working approach must be characterised
by close co-operation with the support, services and compe-
tence available within a municipality or county. :
In view of the additional expense in which this proposal will
* involve the mandators, we recommend reimbursement out of
insurance, for each knowledge centre, by agreement between
" the National Social Insurance Board and the county councils,

. represented by the Federation of County Councils.

Knowledge concerning the needs of small groups should be
disseminated more effectively. We recommend state funding to
support the information activities of the organisations of the
disabled, through publications about small and less well-
known groups of the disabled, and for the establishment of a
data bank. The latter will be co-ordinated with the technical
* aids data bank which we also propose.

To facilitate exchanges of experience between individual
persons, we recommend that the follow-up undertaken by the
National Board of Health and Welfare should also include the
- accessof different groups to activities which provide opportuni-

ties for meeting others, obtaining information and so on. An
annual list of amenities is to be compiled by the Federation of
County Councils in association with the organisations of the

<ol
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disabled ah_d other parties, If necessary, amenities muét‘ be:
supplemented so as to provide for various groups. .
Parental opportunities of taking part in activities at knowl-

.' edge centres and elsewhere will be facilitated by the amend-

|

ments we propose with regard to temporary parent’s allowance
(Chap. 6.2). - o ' R

Personal.ds_sistant — financial support (Chap. 9)

In many municipalities, personal assistance has emerged as a
social service input. This form of personalised support, how--
ever, is not available everywhere, and so there are geograph-
ical inequalities in the support given to persons with equiv-
alent needs resulting from extensive functional impairments.
We feel that the availability of such assistance must be rein-
forced, so as to improve freedom of choice, autonomy and conti-
nuity in the personal living situation. :

We therefore recommend that LSS be made to include entit-
lement to a personal assistant for everybody who can be
deemed to need such a measure and who is included in the
population to which LSS refers. The individual must be able to
turn to the municipality for this type of support. Furthermore,
we recommend that the individual personally be able to act as
employer or to engage, say, a co-operative as employer.

The municipality should have a basic duty of supplying and
financing the personal assistant input. This financing includes
a duty of providing, as an option, a direct financial grant for
the individual. _ ' A

The term "personal assistant input” implies that the support
and assistance needed by the individual in all situations are
provided by a limited number of persons. These persons are
attached to the individual and not to any particular activity.

The personal assistant input also implies that the individual °
decides or does a great deal to influence who is employed as an
assistant, and also that the individual must exert a great deal
of influence on the timing of help. Improved availability of
personal assistance will also augment the possibilities of co-
ordinating the personal support now provided in homes, at
work and in schools. We also take the view that the introduc-
tion of entitlement to a personal assistant will facilitate the
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" resettlement of intellectually handicapped persons and long-

term mental patients, for example, away from institutions.
We also feel that the financial-support for personal assist-
ance must be strengthened. This should be done through social

_insurance. In this way, expensive supportive arrangements

needed in the municipalities can be financed on a basis of
solidarity. Social insurance already includes a great deal of
financial responsibility for the functionally handicapped
through various kinds of support, such as permanent disability
pensions and disability benefit.

" A basic measure of responsibility, however, must aiways rest
with the municipalities. That is, even if a great deal of support
is needed in the individual case, not all support must be fi-
nanced through social insurance; instead a certain portion
must remain with the municipality. Responsibility should not
be incurred by the Social Insurance Service until ‘the help
needed exceeds 20 hours per week.

The support from the Social Insurance Service is termed .

»gsgistance compensation”. This compensation is compensation
for additional expense, in common for example with disability
benefit under the National Insurance Act (1962:381). It is
intended primarily for those included in the LSS population,
aged 16 or over and living independently, in service accommo-
dation or with families/next-of-kin. Assistance compensation is

not payable for daily rest.

If the Social Insurance Service does not award assistance o

" compensation, the individual can request the municipality to

do so0. Thus the municipality has a subsidiary financial respon-

_ sibility in cases where assistance compensation can be pro-

- vided but the Social Insurance Service feels that there is no

entitlement to it. : o
The additional expense: entailed by the determination of
assistance compensation consists mainly of wage costs for the

assistance or of the charges — in principle corresponding to

wage costs — made by the municipality or some other agency
responsible for the input. Compensation is payable per hour
and week and at the present time can be estimated at some
SEK 6,240. ' o :

If the individual wishes to arrange the assistant input in
some other way than through a personal assistant from the

municipality, he or she still ought to approach t_he municipality .
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first for a grant, which as a rule will cover up to 20 hours per
week. The individual can then turn, with or without adminis-
trative assistance from the municipality, to the Social In-
surance Service for compensation for inputs covering excess
supportive needs. ,

We estimate that the right to a personal assistant with
assistance compensation from the Social Insurance Service
will initially affect some 8,000 persons. Furthermore, we esti-
mate the net additional expenditure incurred by the munici-
palities at some MSEK 500 per annum. At the same time,
social insurance will take over expenditure totalling some
MSEK 1,100, thus relieving the municipalities of expenditure .
totalling some MSEK 600 annually. As a result of the closure
of institutions, 3,000—4,000 persons will eventually become

_ entitled to assistance comp_ensation.

Occupaﬁon and employri_ient (Chép. 10)

The survey which we presented in an earlier report (SOU
1990:19) showed lack of employment and occupation to be one
of the most difficult problems affecting our population. Paths.to
occupation and employment must be strengthened consider-
ably. Inputs for employment and occupation must be co-ordi-
nated and must have the clear objective of strengthening the

- employment prospects of persons with extensive functional

impairments. . :

We recommend that municipal responsibility -for occu-
pational arrangements for our population be articulated
through the introduction of a municipal occupational guaran-
tee in the Support and Services (certain functionally impaired
categories) Act (Section 6 of LSS). At present, 17,000 intellec-
tually handicapped adults take part in activities of this kind at
county council day centres. We recommend that these day
centres be transferred to the municipalities. The same degree
of expansion is needed for other persons with severe functional
impairments, which means a gradual expansion requirement

for 17,000 persons. We point out that municipal responsibility

for arranging occupation can be discharged in various ways.
The municipalities should also be responsible for compiling

* individual plans in dealing, for example, with paths to occupa-

tion and employment. We recommend that the social insurance
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offices be given the duty of following up these plans and, if
necessary, calling for discussions with the relevant pubhc
agencies, labour market authorities included.

As a further means of strengthening paths to occupation and
. employment, we recommend that the Employment Service
. have special personal contacts in relation to habilitation and
rehabilitation activities, and also that mumcnpal job adjust-
ment appointments be established.

‘It is vital to avoid the early retirement (on permanent dis- -

ability pensions) of young disabled persons. On the whole, we
endorse the Rehabilitation Commission’s recommendation of
compensation for handicapped youngsters. In our view, an
absolute minimum age -limit for permanent/temporary dis-
ability pensions should be put at 25.

There is now a distinct threat scenario in the development of
working life, despite very positive inputs in the fields of the
. work environment and rehabilitation, for example. There are

obvious risks of increased employer responsibility for rehabil-
itation measures on behalf of employees, possible systems of
differentiated employers’ contributions, the introduction of
sick-pay periods etc. leading to new exclusion effects for se-
verely handicapped persons-outside the employment sector. At
the same time, sweeping structural changes are taking place
in working life, resulting among other things in jobs being
-rationalised out of existence. Continuing great efforts will
therefore be needed to develop and open up new paths into
working life for the disabled. We observe the importance of
- certain labour market policy resources/instruments being re-
served for persons with severe functional impairments. This
applies above all to such inputs as wage subsidiés, special
employability institutes, the Samhall enterprises and special
induction opportunities (together with inputs corresponding to
-such induction opportumtles)

We recommend an expansion of the number of job opportuni-
ties for our population within Samhall at a rate of about 600
annually.over a period of more than 10 years. A certain propor-
tion of Samhall’s job opportunities should then, by agreement,
be placed dlrectly at the disposal of the municipal mandator for
those persons in the population concerned who are prepared to
proceed from occupation to employment.

The Commission notes that the special induction opportuni-

e

b
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ties have proved a good way of mtroducmg the populatlon

concerned into working life. We therefore recommend an ex-

pansion of opportunities for the entire survey population, to

provide an input corresponding to special induction opportuni- -
ties.In our final report we intend returning to consider ques-

tions concerning paths to employment and the feasibility of
earmarkmg job opportunities for our population.

Transport assistance (Chap 11)
Public transport as we see it, is the foundation of traffic supply

for all people. Considerable changes are needed in order to

improve availability, despite certain inputs in recent years. We
regard the responsibility and funding principle as a point of
departure for such changes. We will be returning to this point
in our final report.

Here we will mainly consider specially adapted public trans-
port (service lines) and transport assistance as a supplement to -
modify public transport.

Individual persons who have appreciable difficulty in get-
ting about on their own or in using public transport must, in
our opinion, be able to experience greater independence than is
the case under the present system of transport assistance. To
this end we have defined targets for the development of trans- .
port assistance. These include the following: ‘

-~ Transport assistance as a form of transport is, for exam-'

- ple, to supplement public transport. .

- County transport assistance is to be introduced in all

~ counties, on an 1nter-mumclpal basis.

— In principle, there is to be no ceiling on the number of :

journeys.

— In principle there are to be no restrictions on the tlmmg of

journeys during the day.

— The direct charge payable by the passenger is not to

- exceed public transport fares for local and county services.
No charges are to be made for escorts or for children -
accompanying a passenger entltled to tranSport assmt—
ance. , o

To achieve these aims, we. recommend - amendments to t e-
Social Services Act (Sections 10 and 35). -
We also recommend that an mcentlve grant of MSEK
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50-100 annually (new money) be.distributed to municipalities

and transport mandators over a period of 4—5 years to hasten
the development of, above all, service lines.

Furthermore, we recommend a follow-up of the reform by
means of research inputs. .

Technical aids (Chap. 12)

In this chapter we chart and define responsibilities and make
- recommendations aimed at strengthening the security of the
individual as regards the supply of technical aids. :

An addition to the Health and Medical Care Act will make it
the duty of county councils to provide and finance technical
aids for everyday living and self-care and treatment, for all
persons with functional impairments. This is to be done on an
.individual and equivalent basis. This can be supplemented by
an undertaking on the part of the county councils, "guaran-
teeing” that the individual will not need to wait more than a
certain length of:time for the right technical aid. :

It will also be the duty of county councils to maintain an
organisation for charting and fitting aids for everyday living
and for self-care and treatment, but also for aids of other kinds.
. The county councils will be at liberty to use different pro-

ducers for fitting etc. The identities and locations of the pro-

‘ducers will be made clear to the individual user and otherwise -

by an organisational plan, in keeping with the availability
requirement. Together with the individual habilitation and
rehabilitation plan and the possibility of obtaining assistance
from a personal contact, this will also strengthen the security
_of the individual, '
. Furthermore, we recommend a special allocation (MSEK 100/
year) for technical aids for leisure and recreation and for tech-
nical aids for groups requiring special competence irt connection

_ with the testing and fitting of aids and training in their use. The
- Swedish Institute for Disabled Persons is to be a national centre

of knowledge and development for technical aids.

We also put forward.recommendatig,ns concerning compe-

tence development and. the distribution of information.

- Individual persons with functional impairments are not to

pay for the aids and service which those impairments necessi-
- tate. : ' . .
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In our final report we will be dealing with further aspects of

‘technical aids, e.g. technical aids at work and consideration of

the possible need for a revision of financial responsibility for
the total supply of technical aids.

Freely chosen leisure and recreation (Chap. 13)
This chapter describes the very severe shortage prevailing

with regard to different aspects of availability in the‘leisu_re,

recreation and cultural sectors.

We show that, despite a great deal of knowledge and experi-
ence concerning necessary and possible changes, this situation
has not developed appreciably Where our population is con-
cerned. A situation of inequality is compounded by several
circumstances. We mention, for example, the fragile socio-
economic position of individual persons, which often fails to

. provide scope for leisure activities either in the everyday con-

text or during holiday time. Furthermore, there are many
impediments caused by restricted access to transport assist-
ance, escort services etc. : .

In our opinion, measures to improve general accessibility in

' the community must be a strongly asserted strategy, above all

together with more consistent implementation of the respon-
sibility and funding principle. This question covers a very wide
range, and we therefore propose returning to it in our final
report.’ ' : : :

Here we present our recommendations concerning individu-
al inputs which can strengthen the ability of individuals to-
take part in leisure and recreational activities. We refer, for
example, to support by means of a personal assistant, improved
supply of technical aids, assistance from a personal contact,
free escort services and directional measures. We also recom-
mend changes in transport assistance with a view to greater
independence and freedom of -choice (e.g. opportunities for
travel outside the municipalityiof residence and charges corre-
sponding to public transport fares). Proposals concerning lei-
sure-time interpreting services for the deaf etc. will be put
forward in a future interim report. _ _

The proposals put forward here imply a funding reinforce-
ment of MSEK 200-300 for the leisure sector. '
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Legal aid (Chap. 14)

' This chapter describes various ways of supporting and safe-
guarding the interests of individuals:

—-The Administrative Procedure Act (1986:223).

- The Administrative Litigation Act (1974:293).

~ Support under the Care of the Mentally Retarded Act
(1985:568) R | |

"~ Support under the Social Services Act (1980:620).

~ Supervision by the National Board of Health and Welfare

. of activities coming under the Social Services Act and the
Care of the Mentally Retarded Act. _

~ General legal aid under the Legal Aid Act (1972:429),
subject to the amendments enacted on 1st July, 1988.

— Measures by the organisations of the disabled.

We also describe our proposal concerning assistance from a

.+ . personal contact (Section 6, LSS).

v
. ’7\“

The Commission finds that the Legal Aid Act should be
amended so as to make it easier for persons with functional
impairments to obtain legal assistance in proceedings before
administrative tribunals relating to social insurance benefits,

™) assistance under the Social Services Act or special support and

) | services under the proposed Support and Services (certain
le 2 functionally impaired categories) Act (LSS).

J"  We believe that changes can be made in the form of additions

W J.;Lé_o Section 8a of the Legal Aid Act.

Ways of demanding social rights (Chap. 15)

- In recent years, with an increasingly adverse econémic cli-
- mate, there has been a growth of discussion concerning the
ability of individuals to insist on their social rights. Publicity
has been given to appeal cases relating, for example, to assist-
ance under Section 6 of the Social Services Act and special
caring services under Section 4 of the Care of the Mentally

Retarded Act. - _
This chapter describes the possibilities of exaction afforded

by administrative appeal.

The chapter also describes the new rules governing the
criminal offences of dereliction of duty and gross dereliction of
‘'duty and the penal liability which can be imposed. It is made

~

Y
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clear, for example, that members of municipal social welfare
committees and county council mental welfare boards are no
exempt from liability. - -
‘In the case of public activities involving - the exercise o
authority, liability in damages is governed by Section 2 of th
Damages Act. The liability of the public sector in damages
however, is 80 limited that it is seldom possible for the individ
ual to base any claim in damages on, say, failure to provid
measures of support or assistance (under, respectively, the So-
cial Services Act and the Care of the Mentally Retarded Act).-. "
Another possibility may be to employ provisions concerning -
contingent fines. Under the Execution Code, a judgement has = -~ -
to be enforced by the enforcement authority issuing the respon- .. .
dent with an injunction to comply with the judgement. This' . .-
injunction can be combined with a contingent fine. Following = " -

.this review, we conclude that the Execution Code makes it -

possible for an enforcement authority, by means of a con-:
tingent fine, to compel a county council or municipality to =~
comply with a judgement handed down by an administrative . =
tribunal. This question, howevet, has not been put to the test.”
If this is a viable expedient, we feel that consideration should . .
be given to a statutory amendment whereby contingent fines .
can be imposed on county councils and municipalities. :

Follow-up, evaluation ar;_d'_ supervision (Chap. 16)

With reference to current development tendencies (manage:
ment by objectives, decentralisation, the transformation of the .

public sector), we describe how evaluation and follow-up are -

replacing other forms of supervision (such as inspection activ- -
ities). : _ : :

As stated in Chap. 3, this implies both advantages and

" disadvantages where our population is concerned.

We go on to describe how supervisory activities are regulated
in various enactments such as the Care of the Mentally Re-

 tarded Act and the Health and Medical Care Act, with the °

National Board of Health and Welfare as the supervisory au-

‘thority, and the professional supervision of health and medical _'

personnel under the Insurance (Control) Act (1980:11).
In our discussion concerning future forms of evaluation, -
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follow-up and superv1swn, we take as our starting pomt the
proposed new enactment, LSS.

We note that the proposed LSS amounts to a codification of
rights, enabling individual persons to contest decisions going
against them. To make it easier for individuals to exercise
their right of appeal, we recommend wider entitle 1ent to legal
assistance, by proposing an amendment to the Legal Aid Act
(Chap. 14). We also believe that our recommendation that
individual persons be entitled to an individual plan of habil-
itation/rehabilitation, specifying inputs, responsibilities, fol-
low-up etc., will provide greater security and safety. The same

‘applies to our proposal concerning assistance by a personal

contact. At the same time as the new enactment (LSS) as
proposed by us strengthens the position of the individual, it
affirms the responsibilities of municipalities and county coun-

cils (organisationally and financially speakmg) for mputs '

which it prescribes.
We feel that it should be the duty of a central authority to

maintain coherent supervision of practical compliance with

the intentions of the legislation. Any shortcomings should be
reported to the Government and necessary changes suggested.
Within the scope of its responsibilities, each national auth-
ority must supervise the activities intended to serve individ-
uals in the respects described by the proposed enactment. The_
authorities must also disseminate knowledge. In their dis-
charge of these duties, the central authorities will be entitled
to full insight into all activities of public and private agencies
within the purviewthe enactment. .
" In our opinion, the supervisory duties of the County Admin-
istrative Board should be confined to activities under private
auspices. The County Administrative Board will retain its task

of co-ordinating regional planning in the urban planning con- -

text. This is also of vital lmportance in matters concemmg the
disabled.

In addltlon we feel there is already Just1ﬁcat10n for estab-
lishing an office of the Ombudsman for the Disabled, charged
among other things with supervising compliance with the leg-

islation. We intend to give special consideration to this ques-

tion and will be returning to it in our final report.
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Legal aspects (Chap. 17)

The new legislation, as well as amendments and additions to
various existing enactments, which we propose are set out
(together with special reasons for the same) in other parts of
this report.

In this chapter on legal aspects we describe current legisla-
tion and experience of the same, and also various deliberations

leading to the recommendations which we now put forward.

The enactments described here are the Social Services Act
(1980:620), the Care of the Mentally Retarded Act (1985:568),
the Health and Medical Care Act (1982:763) and the. School
Boarding Houses Act (1965:136). -

Our standpoints of principle are based on the manifest
shortcomings and inequalities confronting individual persons
in our population and revealed, for example, by replies to the
various questionnaires we have distributed to individuals and
mandators. Employment and leisure aspects provide some ve- -
ry conspicuous examples.

Shortcomings cannot be ehmmated by legislation alone, but
legislation can be calculated to channel public resources into
neglected fields. Legxslatlon can also underline the intention of
the community to improve conditions for disadvantaged
groups. We have seen that the Health-and Medical Care Act,
the Social Services Act and the Care of the Mentally Retarded
Act in their present form have not been sufficient to avert
deficiencies.

What is more, this legislation has among other things re-
sulted in inequalities between different groups of disabled
persons, even groups with equivalent supportive needs.

We have found that many individual persons with severe
functional impairments are living in great insecurity.

We have therefore found that legislation is needed assuring
them of fundamental supportive inputs.

This legislation must refer to children, young persons and
adults and among other thmgs must be capable of eliminating
geographical differences in the availability of support.

We have also attached very great importance to strength-
ening individual opportunities of autonomy and influence with
regard to measures of personal support and service. Several
draft regulations concern matters of influence, e.g. the right of

|
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personally employing or choosing a persgnal assistant and
entitlement to assistance from a personal contact.

One of our fundamental concerns has been for individual
persons with functional impairments to be provided for pri-
marily through existing laws and regulations. In certain re-
spects this has called for reinforcements of existing legislation,
80 as to expressly indicate measures of great importance to our
population as a whole and for the security of individual persons
in exposed situations. ' _

An amendment to the Health and Medical Care Act makes it
clear that county council duties also include habilitation, reha-
bilitation and the provision of technical aids for daily living,

self-care and treatment. These inputs are equivalent to other -

inputs under the same Act. In our opinion, the incorporation of
this express provision in the Act will help to give individual

* perSons access to advanced resources at an early stage.

In our survey we have noted considerable difficulties and
inequalities with regard to the availability of public transport
to persons with extensive functional impairments. Through an
amendment to the Social Services Act we propose certain rein-

_forcement_s of transport assistance services. (Further deliber-

ations concerning access to public transport will be presented
in our final report.) .

In these connections, the relevant population cannot be
strictly delimited according to the degree of functional impair-
ment, partly because this can be hard to establish at the
beginning of a habilitation or rehabilitation process,

We have found that, in addition to support from existing
enactments (and the additions which we propose to them), our
population also needs stronger statatory controls in order to
assert ita rights and to obtain the support which can eliminate
difficulties of everyday living. In our draft legislation, these
statutory provisions take the form of a special enactment, LSS,
Our proposed new enactment is to be regarded as the adjunct

'to the Social Services Act and the Health and Medical Care

Act, providing additional protection through rights in compli-
cated vaing situations. This does not imply any curtailment of
the rights which may accrue to the individual under the Social
Services Act, the Health and Medical Care Act and other

-enactments. : : _
In our inquiry we have analysed advantages and disad-

L.

ey
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vantages of an enactments on rights (see also Chap. 3). We
have found that there is a great need to strengthen legal
safeguards for the individual, not_least because persons with
severe functional impairments constitute a minority and for
several reasons are very liable to find themselves at the mercy

of stronger majority groups. Through the Care of the Mentally

Retarded Act, there are examples showing that certain groups
have been deemed to require this additional legal security
which, in our opinion, must also include other groups with
equally great impediments and difficulties. '

In order for statutory rights to have the intended effect, one
has to define the circle of persons entitled and also the services
to which they are entitled. This has permeated our deliber-

‘ations concerning proposed new legislation.

The enactment which we propose and which among other
things is to supersede the existing Care of the Mentally Re-
tarded Act refers to a population including that to which the
Care of the Mentally Retarded Act now applies. In a special
chapter (Chap.5) we present deliberations concerning the
population and observe that, as regards general measures pro-
posed, it is a wide one. For ‘individualised inputs such as
habilitation, rehabilitation, technical aids and transport as-
sistance, there is a population which, in our view, must be
assessed generously. Inputs in these respects are provided for
persons with extensive functional impairments on the same
organisational basis as for other persons.with functional im-
pairments and for persons using caring services for the elderly,
and so a distinct delimitation does not seem really appropriate.

Concerning our proposed new enactment, LSS, we have
pointed to exact inputs which persons with extensive function-
al impairments may need when they encounter great difficul-
ties in their everyday living and require special support. In the
light of experience concerning the Social Services Act, which
defines the entitlement of the individual to assistance in gen-
eral terms and does not explicitly indicate the full extent of the
assistance which a municipality can be called upon to provide,
we find it necessary, as a matter of justice and security, to
define certain basic rights of persons who, on account of severe
functional impairments, are in a very exposed situation. Those
rights must be unaffected by residential locality. L

LSS is aimed at strengthening the position of the relevant
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population in a short-term perspectlve In the longer term —'_ _

extending into the next century — legislation referring to all
citizens should be revised and reinforced in such a way that the

- measures which it is here proposed to regulate through LSS

can be included in those enactments. Our survey'and analysis
have shown that the.protection and support offered today are

~ not sufficient.

The proposed new LSS is intended to supersede the Care of
the Mentally Retarded and Others (special measures) Act
(1985:568) and the School Boarding Houses (certain physically
disabled children and others) Act (1965:136). Coercive mea-

|sures which at present, under certain circumstances, can be
taken against persons with intellectual handicaps will be abol-

ished at the same time. It is proposed that LSS, together with
the proposed amendments to the Health and Medical Care Act

and the Social Services Act, enter mto force on 1st January, -

1993.

Conseqliences of our proposals: economics,
mandatorshlp, finance and lmplementatlon time
(Chap. 18).

In this chapter it is observed that, altogether, our proposals
will entail an estimated additional expenditure of MSEK 2,400
(£ 20%). This, however, is spread out over several years from
the entry into force on 1st Janua.ry, 1993.

The lesdag has stated that it is necessary for the disabled .
sector to be given sufficient resources for necessary measures

to be put into effect. Accordingly, through supplementary di-

rectives, the Government has exempted the Disability Com-
mission from the so-called zero directives of 1984.

We divide ultimate mandatorship responsibility for various
supportive and service-related inputs for persons with severe
functional impairments between county councils and munici-
palities, while at the same time indicating that the mandators

) may agree between themselves on a different apportionment
in response to local conditions. Labour market policy pro- -

grammes and financial support, 1nciud1ng a personal assistant
under our reform, will be the responsibility of the State. In our
draft legislation we make it possible for the mandator to utilise
co-operatives, companies and organisations as producers of
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various inputs. The mandator is to show, in an organisational

" plan, how and where inputs are arranged and can be offered to

individual persons with functional impairments.

Our proposals also mean that mandatorship under the Care
of the Mentally Retarded Act and School Boarding Houses Act
now in force will be transferred to the municipalities within a.
three-year period. This will affect nearly 40,000 persons with
functional impairments and about 30,000 employees. It pre-
supposes a gradual tax transfer between the two mandators
corresponding to present-day expenditure of MSEK 9,000.

" Our proposals will have to be financed by several alterna-
tive means. Above all, we recommend funding through social
insurance and, to some extent, through the national budget, as
well as through municipalities and county councils. With re-
gard to mumc1pa11t1es and county councils, the reference is to
funding requirements occurring successively. We assume that
these will be included in the annual deliberations on municipal
and county council finance.

It is important in our view to follow up the consequences of
our proposals. Among other things we therefore recommend a
data bank organisation for the continuous follow-up of expen-
diture, among other things. An initial evaluatlon should take
place after three years.

Questions concermng charges and md1v1dual
finance (Chap. 19)

" As a general rule, the disabling situation of 1nd1v1dual persons
includes additional expenditure resulting from functional im-
pairment. This expenditure can comprise the cost of services
essentially provided by the public sector, such as care, other
services, medicines and so on or goods/services purchased com-
mercially, such as frequent hairdressing services and special
diet. '

Additional expenditure is incurred by individual persons
with otherwise differing private economic circumstances (in-
come, dependants, pensions). In addition, there are differences
.between certain public compensatory transfer systems (e.g.
varying rates of municipal housing supplement).

" There are also differences in the charges made for identical
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services provided by municipalities and county councils respec-
tively. : .
In its survey, the Disability Commission showed that this,

among other things, could cause substantial differences of

available income, depending on the individual locality (mu-
nicipality) of residence. . o
~ In our final report we will be presenting a deeper analysis
and putting forward recommendations aimed at equalising
differences in the charges paid for identical services by individ-
uals living in different municipalities, and also at influencing
the effects of individual persons in our population incurring
heavy expenditure for services across sectorial boundaries in
the community. Taken together, these two things amount to a
considerable burden. The possibility will be investigated of
relating these costs to each other and of creating some form of
high-cost protection. ' . ' .

In this chapter we also present a summary of a study under-
taken on our behalf by the University of Linképing (CMT, U.-
Hass, 1991). Among other things, that study shows that cer-
tain households have permanent deficits which are attribut-
able to various factors related to the functional impairment. As
we observe in Chapter 13, most of the households in this study
had no scope at all for hobbies, entertainment, holiday activi-
ties etc. ' . L

Finally we review tendencies in the structures of municipal
~ and county council charges for services to individuals.

The Commission puts forward proposals which are now ca-
pable of positively influencing the economic situation of indi-
viduals. . '

‘The main rule of the proposed enactment on support and
. service for certain functionally impaired persons (LSS) is for

" inputs to be free of charge. .

Our proposals concerning transport assistance imply a re-

duction of the high charges now being made in several quar-
" ters to levels corresponding to ordinary public transport fares.
Summing up, we state that, before compiling our final re-
~ port, we intend to explore the following ways of saving the
individual from incurring extra expense on account of his or
~ her disability: : S

e measures to influence, for example, the degree of direct

finance and a ceiling on charges or exemption from them,

-
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ea high-cost safeguard co-ordinated across mandatorship
boundaries,
¢ income reinforcement, e.g. through disability benefit.

Relation to the EC (Chap. 20)

Developments with in the EC have a bearing on Swedish "
policy for the disabled, regardless of whether or not. Sweden :

becomes a member. In this chapter, therefore, we have pre-"" - '
pared a brief description of the feasibility of co-operation in .. -

various respects, in terms of basic facts, and we have described .
the position of disability questions through the Social Charter . .
and in EC programmes for the disabled (e.g. Helios 1 and 2). . -
Finally, against this background, we present a very brief,” -
general analysis «of our proposals in relation to the working

methods and rules of the EC. We conclude that our recom- L

mendations of certain inputs under a new enactment (LSS) are B
concerned with internal, Swedish conditions and are not to be -
regarded as social security benefits coming under the EC social .-
security regulatory system. S
In our final report we propose returning to questions relat-
ing to various forms of international co-operation, including -

the role of the organisations of the disabled. - B

Scope for future statutory regulation of the
responsibility and funding principle (Chap. 21)

This principle implies that environments and activities are to" - -
be designed and conducted so as to make them available to -
everybody. The cost of adjustment measures is viewed as a
gelf-evident part of the total expenditure entailed by the ac-
tivity and, accordingly, is financed like the rest of the activity - -
itself, This principle was formulated in the mid-1970s by the
then Disability Commission. - s
To assess the feasibility of applying the responsibility and
funding principle more consistently, we have input documenta-
tion which includes a questionnaire study of our own and .
international material, above all from the USA. New anti-
discriminatory legislation (the Americans with Disabilities Act,
ADA) was adopted in the USA in 1989. ADA’s discrimination
concept implies that impediments to access, for example,

N
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to certain kinds of ti-ansport, fficilitiee, telecommunications ete.
are deemed discriminatory.

In our analysis of the responsibility and funding principle

(which, basically, includes all activities addressed to the general
public), we have found a need to strengthen its unplementatlon
by means of
- information and oplmon formation
— compensatory .measures by the State (dunng a tran-
sitional phase)
~ legislation (combined w1t.h sanctions).

In our continuing work we intend to deepen our analysis and to
consider proposed regulations in certain fields, viz planning
and building, the media, telecommunications and transport.
Consistent implementation of the responsibility and funding
principle ought in the long term to mean cost-saving to the
community, over and above the value of expanding opportuni-
ties for citizens to take part in activities of different kinds.

SOU 1991:46

Members of the 1989 Disability Commission

Chairman -
Gerhard Larsson, Group PreSIdent Samhall

Members .

~ Ingvar Bjérk (Soc. Dem.), M.P, :
—Ingegerd ‘Anderlund (Soc. Dem.), M.P.
— Marianne Jonsson, (Centre Party), M.P.
— Hans Dau (Moderate Party), M.P.
—Rolf L. Nilsson (Left Party), M.P.

~Folke Carlsson (Soc. Dem.), Admlmstratlve D1rector the

Caring Services Board

- Birgitta Rydberg (leeral Party) Authonsed Physmther-
aplst

- Ingela Tuvegran (Soc. Dem.), Director

~ Anita Stenberg (the Green Party), M. P

—Jan Andersson (Soc. Dem.), M.P.

Special Advisers

— Lennart Nolte, National Chairman, the Federation of the
Visually Handicapped

— Berndt Nilsson, Administrative Director, the Natlonal Asso-
ciation for Disabled Children and Young People

- = Kerstin Denkert, National Chairman, the Federation of Dis-

abled Persons-
—Lars Ostman, Natlonal Chairman, the National Society for

'Associations fo the Disabled

—Ulf Wetterberg, Head of Department the Federation of
County Councils
— Gunilla Wallgrund, Secretary, the Federation of County

" . Councils

~ Margareta Rosenius, Secretary the Swedish Association of
Local Authorities -

— Louise Fernstedt, Secretary, the Swedish Assocxatlon of Local
Authorities

— Gunnar Fahlberg, Head of Division, the National Board of

~ Health and Welfare

— Héakan Ceder, Acting Assistant Under-Secretary, the Minis-
try of Health and Social Affairs '



0 Members of the 1989 Disability Commission . . SOU 1991:48

—Jan Ording, Director, the National Board of Health and'

Welfare
— Carl Leczinsky, Prmclpal Administrative Officer, the Minis-
try of Health and Social Affairs

Expert Adutsers

— Bengt Jénsson, Professor, Linképing Umversmy

— Rolf Westin, Principal Administrative Ofﬁcer, the National
Social Insurance Board

—Inga Britt Lagerlof, Deputy Assistant Under—Secretary -the
Mmlstry of Labour

Secretaries
—Tore Karlsson, First Secretary, Director of Social Services
— Ann-Charlotte Carlberg, Principal Administrative Officer
'~ Arne Edstrém, Deputy Social Insurance Court Judge
— Allan Everitt, former Union Legal Adviser

In its compilation of this report, the Secretariat was also
assisted by a number of researchers and special advisers, viz

Bo Rothstein, Ph. D., Uppsala University, Structural Changes .

(Chap. 11), and Bemt Lundgren, B. Sc. (Local Government
Administra-tion), Chap. 11 (Transport Assistance). Extensive
documentation was also supplied by Dick Jonsson, B.Sc.
(Econ.), Linképing University, for the economic calculations in
Chapter 18.

S~

Graphic Systems i Stockholm AB
..




