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Summary

The birth of a deficient child gives special tasks to the family and the environment. I examine the
supporting work of health care and social providing systems. I make statements about the methods
of assistance provided within the family or in residental institutions. My aim is to describe the best
possible ways of connecting these services.

My method includes literary analysis and collecting data about family relationships on voluntary
basis. The article contains the most up-to-date principles, procedures and the best possible ways of
connecting them to each other. I give a picture of the most important declarations of the Agreement
of the United Nations Organization concerning the Rights of Deficient People and of the Madrid
Declaration of the European Union, as well as of the National Activity Plan accepted in Hungary.
I show the process of the ability of self-sufficiency in a flow chart. This process is based on creating
the supportive relationship, assessment of the individual needs, working out and applying the
suitable developmental programmes needed, and the restoration of the autonomy, which should be
the goal during the whole process. I deal with the principles of normalization and integration.

The World Health Organization (WHO) accepted the International Classification of
Functioning, Disability and Health (ICF, in Hungarian FNO). We hope that a new conception and
a new practice will begin in the international assessment of deficiency and also in the professional
attitude connected to it. Its real advantage for social work is that it breaks with the impairment-
tracking linear theory /e.g. International Classification of Impairments, Disabilities and Handicaps,
ICIDH/.

I describe a six-step process, which could be the up-to-date model for supporting deficient
children and their families. Let me mention some of these steps: eatly recognition of deficiency,
health care and social services provided within the family, if the deficient child is taken to
a residential institution, the child should keep in touch with the family and the institution should
strengthen their relationship. The research work goes on by describing how the services ate
connected.

Keywords: deficient children — family — self-sufficiency — principle of normalization — principle of
integration

Introduction to the problem Basic question

Where to provide the social and health care in
the case of deficient children?

a. within the family

b. in residential institutions

If a deficient child is born in the family, the
question arises how he/she will be brought up.
This simple question, however, has its profes-
sional and moral aspects. Let me examine some

of them, which are related to the health and
social care. In modern societies neither the child
nor the family is left alone (Katalin, Laszlo,
2006) but the forms of the assistance show
a great variety.
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Do the two possibilities preclude each other? If
the child is put into a residential institution,
what will his family connections be like in the
future? If the child grows up in the family, what
kind of help can the family receiver In today’s



practice we find that the two possibilities lie far
from each other, in many cases they preclude
each other for a long time, perhaps forever. In
residential institutions some of the children are
not visited by their families.

We are doing a research and trying to an-
swer this basic question in an up-to-date way.
We believe that a/ and b/ possibilities do not
preclude each other. On the other hand, work-
ing out their relations needs a thorough profes-
sional consideration.

Another question also arises, namely, if the
child is given the first type of provision, does it
last forever? We think it does not, because if the
child’s circumstances change, we can change the
forms of services. The circumstances may im-
prove or become worse, so the provisional sys-
tem cannot be rigid, it has to be flexible.

Thus, the answer can only be given, if we
examine each child with the family as an individ-
ual case. First detailed assessment has to be
done and the process of complex assistance can
be planned according to it.

Goals, Hypothesis

For the research we set up the hypotheses as

follows.

1. Staying within the family can be supported
and there are several methods for this situa-
tion.

2. In residential institutions setting back into
the family can be prepared in cases of cet-
tain children and conditions.

Our hypothesis is based on the belief that the
best place for the child is in the family. We
would like to work out the conditions needed,
and the professional background of the realiza-
tion. To verify the hypothesis we need to exam-
ine the most up-to-date basic principles.

The Methods of Research

I examined the hypothesis by two methods: by
analysis of data from the literature on the one
hand, and by accumulation of new data on the
other. In the literary analysis I examined the
most up-to-date principles, procedures and the
contents of the statements. In the process of the
data accumulation I examined the family rela-
tionships of deficient children on the basis of
voluntariness of those concerned. I have fin-
ished the first part of the work, I am going to
write about it in the following,.

Results

New Paradigms of Taking the Social and

Health Care of Deficient People

The theoretical approach is possible from sev-

eral points of view. First of all, let us summarize

the principles of the Madrid Declaration

(Madrid Declaration, 2002) which is considered

as the most important document in the Euro-

pean Union. The European Union declares new
aspects in the case of deficiency.

There should be:

« A change in regarding deficient people as
subjects of charity, deficient people should
be regarded as possessors of rights.

« A change in the practice according to which
decisions are made on behalf of deficient
people, they should bring their own deci-
sions and take their own responsibility in the
questions they are concerned.

« A change in the point of view of focusing on
individual damages. Re-examination of un-
impediment, social norms, occupational
policy and cultures are important, as well as
creating supportive and accessible environ-
ment.

« A change in regarding people dependent and
disabled. Their abilities should be empha-
sized and supportive measures should be
brought.

* A change in the planning of economic and
social processes involving few people, creat-
ing a flexible world involving many.

« A change in education, occupational policy
and segregation in other areas of life, defi-
cient people should be integrated.

« A change in ranking deficiency policy to the
competency of certain ministries, deficiency
policy should belong to governmental re-
sponsibilities.

With the Madrid Declaration the European
Union committed itself to recommending
a recipient society to everybody: ,, Realizing our
vision of future has advantages not only for
deficient people, but also for the whole society.
The society that precludes its several members
is an impoverished society. Measures which aim
to improve conditions of deficient people result
in creating a flexible world for everybody. Meas-
ures that we take today to improve deficiency
policy will be sensible to everybody in tomot-
row’s world. We, who are participants of the
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European Deficiency Policy Congress, believe
in this vision of future and call upon those con-
cerned to regard the year 2003 as the European
Year of Deficient People, as the beginning of
such a process through which this vision of
future will turn into reality. Fifty million Euro-
pean deficient people expect us to give this
process a stimulus in order to realize this
aim.” (Madridi nyilatkozat, 2002).

In Hungary the state and occupational pol-
icy have recognized the importance of this new
approach. In co-operation with the appropriate
organizations of the European Union, the Na-
tional Activity Plan was born for the social af-
finity (Nemzeti Cselekvési Terv a tarsadalmi
Osszetartozasért, 2004). Within this framework
we can read about measures taken to assist defi-
cient people’s individual way of life, as well as
analysis of the situation. ,,Their life circum-
stances are much more unfavourable than those
of the average population in many respects.
Although their level of education improved in
the last decade, they are far behind the national
average. Their employment figures are very bad,
according to data from 2001, only 9 % of them
were employed, and half of them lived in house-
holds where there were no employed members
at all. In order to improve the disadvantageous
situation of deficient people, a law was passed
about their rights and about guaranteeing their
equal opportunities. In order to realize the prin-
ciples set in this law, the National Deficiency
Policy Programme was accepted in December
1999. The Programme determines the princi-
ples, strategic goals and tasks, which need coor-

dinated state measures in order to put the law
into effect, but it also builds on the local gov-
ernments and their institutions, the civil organi-
zations and the active participation of deficient
people. This programme aims to determine the
most important developmental directions in the
following areas: physical and information acces-
sibility, transport, health care, education, em-
ployment, sports, culture and free time, social
provisions. The target of this programme is to
realize equal opportunities, social integration
and to guarantee the fundamental conditions for
the individual way of life for deficient people
through coordinated state measures, namely the
interest of the deficients should be taken into
account in all areas of the occupational policy
(mainstreaming)”.

One of the latest paradigms is the Agree-
ment concerning the Rights of Deficient People,
which was accepted by the General Assembly of
the United Nations Organization (Agreement
concerning the Rights of Deficient People,
2006). Its 12t Act, which is about the equality
before the law, declares that all people are le-
gally competent and have equal capacity of ac-
tion. Help should be provided to those who
need it in order to exetcise the disposing capacity.

The Process of the Ability of Self-sufficiency
The basic approaching method of the support-
ing services is exposing and fortifying the ability
of self-sufficiency, and the respect of autonomy.
We can summarize this process in the following
flow chart.

THE PROCESS OF THE ABILITY OF SELF-SUFFICIENCY

Creating a supportive telationship /trust/
Assesiment
Individual developmental, keLping the level programmes
Social rehlbi]itation

Autonomy, end of si&portive relationship
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This process cannot be static, because assess-
ment can be done again, depending on the out-
come of rehabilitation. If needed, new rehabili-
tation services must be planned and imple-
mented.

From the point of view of our topic we can
summarize the up-to-date principles in the fol-
lowing:

Principle of normalization (Nirje, Perrin,
1998). Fundamentally people live in the family.
Families having deficient children have to be
supported.

Supporting the family where the deficient
child is brought up falls in the professional field
of social policy and social work.

Principle of integration. To attain social
integration with the help of the family. The se-
clusion of deficient people and their families
should be prevented, their social relationships
should be preserved and strengthened by the
means of positive measures.

New dimensions of International Classifica-
tion of deficiency (Seidel, 2004). Stating the
deficiency, classification and the determination
of bases of comparison are essential for social
work. It is important to state the individual and
social consequences in order to decide what
kind of social provisions the deficient and his/
her family should receive. That is why there is
a lot of criticism about stating the deficiency in
such cases when it was defined as an illness,
disorder or only as a state of deficiency.

In 2001 the World Health Organization
(WHO) accepted the International Classification
of Functioning, Disability and Health (ICF, in
Hungarian FNO). It suits the International Clas-
sification of Illnesses (BNO), on the other hand
it completes it with the interactions of function-
ing. We can only hope that a new conception
and new practice will begin in the international
assessment of deficiency and also in the profes-
sional attitude connected to it. Its real advantage
for social work is that it breaks with the impair-
ment-tracking linear theory /e.g. International
Classification of Impairments, Disabilities and
Handicaps, ICIDH/. In contrast, it lays the
emphasis on attitudes and interactions, thus
opening up new possibilities for social work.

Estimation and forms of trainability. ,, The
question today is not whether children who
demand specific education should study to-
gether with their healthy mates or in separate

special institutions. The question has modified:
how?”

Priority of family care and education. The
task of health care and social services is the sup-
port of the family in its own environment.

Early recognition. We have achieved results
in the early recognition of deficiency, but with
changing efficiency. Although we are aware of
the fact that the sooner we recognize the exis-
tence of deficiency, the more effectively we can
adjust the social environment to it. We can start
the early development only if we recognize the
deficiency eatly.

Conclusions

Tendencies of Development

Priority of assistance given in the family is our
basic principle. Assistance should be given first
in the deficient’s own environment.

Residential institutions are also needed, but
the services provided there, should be con-
nected to the client’s own family. I am going to
write about the possible processes of this con-
nection in the following part.

Services Built on One Another

I deal with the complete process in six steps.
The order of steps is important, but the dura-
tion of each step can significantly vary depend-
ing on the individuals. All these steps should be
supported by a detailed and renewed assessment
of necessities now and then.

1. Early recognition. The first step of the proc-
ess is the early recognition of deficiency. In
many cases it can be stated before the birth
with the help of modern scientific instru-
ments.

2. Assistance services should be brought to the
family. Health care and social services
should be improved, so that they could be
brought to the client’s own environment,
therefore the deficient does not have to be
taken out from the family.

3. In the case of serious, but temporary prob-
lems, temporary care should be provided. In
the life of families such temporary problems
may come up, which make the upbringing of
the deficient child difficult /e.g. an illness,
unemployment, ajourney abroad, taking
a job/. In such cases the child should not be
taken out from the family permanently, only
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for the time needed.

Only in the case of emergency should the
child be taken out from the family. Only if
the child cannot be helped within his/her
environment, should he/she be taken to
a residential institution. In today’s practice
providing assistance begins at this point in
many cases. We should break the tradition as
much as we can.

Preparing the child’s setting back into the
family should be an important task of resi-
dential institutions. It means that the child
should keep in touch with his/her family,
the institution should strengthen their rela-
tionship as well. This demand requires new
and up-to-date forms of work.

Setting back into the family. After the defi-
cient child and his/her family had been
strengthened, in some cases this lucky turn
can be achieved. It is not pure chance, but it
is due to conscious assistance work.

Our research work deals with the detailed as-
sessment of this process and we work out up-to
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-date methods for the sake of its complete reali-
zation.
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