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Most studies deal with the way of how the hardships and stress aroused by the deficiency af-
fect the family, the family relations and roles. However, some families having children with
disabilities can face their situation due to their personality resources, their environment or with
the help of social services. The article presents the results of a research on the coping strategies
of parents with disabled children. The sample consists of 400 Rumanian families who brought
up a disabled person aged 0 to 23. The primary intention of the research was to provide as
much information as possible about the families having disabled children, based on which it
can be explored how they fight against the situation of life changed by the deficiency. The
other aim of the research was to explore the situation of the families living with deficiency
through examining the risk and resiliency factors, and to investigate how those families can
find those supportive possibilities in their immediate circumstances, in the supplies provided
by the supply-system and in their own personalities which make it possible for them to stay
balanced in spite of the problems. This paper is looking for protective factors and solutions,
which are helpful for parents in finding successful coping strategies. It also examines risk
factors, which usually lead to a lack of balance in the family life and makes coping difficult.

Keywords: adaptation approach, coping strategies, risk and resiliency factors, criteria of suc-
cessful coping, the coping profile

Eine rumiinische Untersuchung iiber die Chancen fiir eine erfolgreiche Auseinanderset-
zung mit Behinderung: In der Mehrzahl der Studien geht es darum, wie sich die Probleme
und der Stress, die sich aus einer Behinderung ergeben, auf die Familie, auf familidre Bezie-
hungen und Rollen auswirken. Ein Teil der Familien, die ein behindertes Kind erziehen, kann
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sich auf die durch die Behinderung entstandene Situation einlassen und dabei die Unterstiit-
zungsmoglichkeiten nutzen, die ihnen personelle Ressourcen, die unmittelbare Umgebung und
vom Versorgungssystem bereitgestellte Dienstleistungen bieten. Die Studie stellt die Ergebnis-
se einer in Ruménien durchgefiihrten Untersuchung iiber die Auseinandersetzung mit Behinde-
rung vor. Die Stichprobe besteht aus 400 Familien, die ein behindertes Kind im Alter zwischen
0 und 23 Jahren haben. Vorrangiges Ziel der Untersuchung ist es, moglichst viele Informationen
iiber diese Familien bereitzustellen, aufgrund deren deutlich wird, wie die Familien sich mit der
durch die Behinderung verdnderten Lebenssituation auseinander setzen. Ein weiteres Ziel der
Studie ist die Erforschung der Situation und der Lebensfithrung dieser Familien mit Hilfe der
Untersuchung der Risiken und der Resilienzfaktoren. Die Studie sucht nach den unterstiitzenden
Faktoren und Bewiltigungsstrategien, die den Familien am besten bei der Auseinandersetzung
helfen, und versucht Risikofaktoren aufzudecken, die mit hoher Wahrscheinlichkeit und Hau-
figkeit zu einer Destabilisierung des Gleichgewichts fithren.

Schliisselbegriffe: Adaptation, Auseinandersetzung-Strategien, Risiko, Resilienz, Kriterien einer
erfolgreichen Auseinandersetzung, Auseinandersetzungs-Profil

In the last four decades there has been intense research in the field of the quality of
life and problems of families taking care of disabled children or adults. Methodologic-
ally the research of this field is a complex issue: which method makes the conse-
quences resulting from the deficiency measurable; what kind of questions (and who)
can be asked in order to understand the inner and outer relational system of the
family; what is the aim of the research? A considerable part of the research is statis-
tical in character: it makes the data concerning financial situation, degree of supply,
education, etc., expressible in numbers and comparable. The effects of the deficiency
on the family relations, on the social status and disposition of the family members, on
the parents’ coping capacities (coping mechanism), and the parameters of the chances
of integration for those living with a deficiency are more difficult to research, but
there exist similar researches. These researches also have many branches, but based
on their orientation two directions can still be determined.

The problem-oriented approach wants to see what kind of hardships can result
from the fact that a disabled child is born into a family, or a family member becomes
handicapped. It investigates the initial shock effect aroused by the diagnosis, the dis-
tress effect generated by the latter, the changes in the parents’ career and financial
situation, the cultural and the social impacts which are felt in the given society in con-
nection with the fact of the deficiency.

The adaptation approach tries to reveal how the family is coping with the
changed situation, what kind of sources the family mobilises, and what solutions the
family finds. This approach investigates the sources available in the parents’ person-
ality, their social background and environment, their relation network, their financial
and job status, which could serve as a ‘recipe’ for creating a successful adaptation
model. They have to learn first of all how to be able to attune the changing in mani-
festation of worry and anxiety in the family, according to the disability problem.
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1. Former investigations — the analysis of the successful cases

Most of the studies deal with the way of how the hardships and stress aroused by the
deficiency affect the family, the family relations and roles. The researches say little
about the causes and effects of positive adaptation, about the parents who have become
more mature in their personality and in their relationship with their spouse, about the
brothers and sisters having wider perspective, and about what it means in connection to
the other members of the family if a family member can adapt in a positive way. The
majority of the researches bring the message that those families are successful in adap-
tation whose education and financial situation is above the average level, whose mar-
riage is good, who have strong bonds of brotherhood and sisterhood, and whose formal
and informal social support is high. The obvious conclusion is that the positive cogni-
tive adaptation (acceptance) is best helped by “parent-to-parent help’ programs. Those
cases where the opportunities are modest, but still the families find the right attitude
and develop their own lifestyle are less dealt with. It means positive adaptation when
the parents reach the point where they can give up self-blame and do not ask the ques-
tion any more: ‘why me?’ Instead they ask the question: ‘can something good come
out of this situation?’, and ‘what have we understood, learned, or what could we learn?’
(SINGER 2002, 150). They can find the way of how the family can reach any favour-
able results on both a cognitive and an emotional level in that changed situation.

The researches of SANDERSON & CRAWLEY (1982) investigated the cases of suc-
cessful adaptation in the USA. They realised that the considerable majority of these
families belong to the middle-class claiming to have conservative values: married
couples, two-parent families, where the mother stays home with the children, religious
people, involved in church activities or in parental committee activities. The parents
are a little bit older than the parents of the healthy children of a similar age, and they
practically do not have any bread-and-butter worries. Their education cannot be con-
sidered high compared to the families with similar parameters. The mother is the num-
ber one provider. The researches found negative correlation between the gravity of the
deficiency and the acceptance: the more serious the child’s deficiency, the less the par-
ents can accept it and develop a balanced everyday life. This negative correlation could
be demonstrated in each case where the child’s state made the parent—child communi-
cation troubled or impossible (autism, or in cases where the basic diagnosis was ac-
companied by autistic behaviour). The more serious the child’s biological vulnerabil-
ity, his or her developmental delay is, the less the ability of accepting the situation is.

The research performed by Yau and Li-Tsang in Asia (LI-TSANG et al. 2001, 64)
studied the way in which the families succeed in finding the balance and the positive
attitude, how they are capable of that, what makes them find joy in their disabled
children, how is it possible that they experience cohesion, that is, they experience that
they get closer to each other in their relationships during the difficult periods. How
come that they have many special needs and still they do not consider their children
handicapped?

Yau and Li-Tsang have found that the families who have found the positive bal-
ance are characterised by the following facts: the parents are highly educated, their
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financial status is middle or good, their personality is balanced, they are optimistic,
they have realistic expectations concerning their children and the specialists working
with them, their relation network is strong. In the Asian pattern they have not found a
negative correlation between the gravity of the deficiency and the acceptance. How-
ever, the number one provider is the mother here as well.

TAYLOR (1998) selected 6,000 consulted persons from the registry of the Na-
tional Organization on Disability (USA) and on this representative pattern investi-
gated the disability effects on the family. He studied the quality of life in the cases of
disabled adults. He found that one third of them are satisfied with their quality of life.
From those who wanted to work, 76% were unemployed (4.9% of the national per-
centage). From those consulted who did not live at home 6% were able to choose their
roommate, and 3% could wear the clothes they wanted every day. In the case of those
who stayed at home, 80-85% of the parents were satisfied with the special education
or activities which their adult child could be part of. The results of the investigation
was summed up in the following way: the parents’ capacity of coping with the defi-
ciency is not so much affected by the gravity, the type of the deficiency or by the
family-structure, as by the provocative or self destroying attitude of the child or adult
living with the deficiency and by the bad financial state of the family.

BANFALVY (1996) in his research ‘Quality of life ‘95’ studied the quality of life
in the case of 1,700 adults with mental deficiency, concerning their lifestyle, their
state of supply and their social relations. He found that considering the lifestyle and
the quality of life the characteristics resulting from the deficiency and the sociological
ones exist and have an intertwined effect. The disabled children and young people born
into families with higher social status had better chances of getting higher in society:
they are more educated; they learn a profession and get a job in a higher proportion.
However, the integration into the community and the family is better in the case of
children whose parents have a lower social status, where the simpler environment and
the family milieu with a smaller challenge prove to be more receptive and supportive.

M. Berg in 1995 developed the way in which the coping strategy of a family can
be studied. This is a qualitative inductive analytical method which has been tested in
several Western European countries. Berg was the first who studied the special char-
acteristics of families who bring up handicapped children. Based on the gathered in-
formation and his previous experience he built up a hypothesis, then he put together a
list of questions which he asked from parents who adapted successfully. The answers
collected from the families cancelled or supported the previously built hypothesis
based on the information.

When selecting the families he considered the following selective criteria:

— Those specialists who worked directly with the child and the parents — the early
development team, social worker, therapist, psychologist — thought that the par-
ents had accepted the child’s deficiency.

— They were active in the parents’ group, or in the interest enforcing organisation.

— Natural parents (not foster or adoptive) parents.

— The earlier the deficiency is identified, the earlier it is possible to intervene in the
development of the child.
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He studied the coping mechanism of the parents along the following dimensions:
attitudes, social values and help seeking behaviour. The positive view of life was a
characteristic. 7 out of 10 parents declare that their scale of values has changed under
the influence of the deficiency, the material values and career have lost some of their
significance, and the relationships have been upgraded. They consider themselves
family people; they have been consciously striving to put the family at the top of their
priority list all their life. The fear of the future is present in the case of each family,
despite that they try to focus their energy on the present, not brooding over the past,
restraining anxiety because of the future. Half of the parents learned a lot about the
child’s problem, they felt this important. All of them admit that the children need to
be taught-educated not only looked after. Each consulted parent has a common activ-
ity with the child outside the activities which belong to looking after him or her. Dis-
abled children also need to be taught to express their emotions and feelings and to de-
crease the dependence on parents.

Their help seeking attitude is characterised by the fact that they all highly value
realistic information and professional help. They think it is important to have discus-
sions with specialists and to cooperate with them especially in the early, acceptance
period. They believe it important to belong to a group, and to do something as well
for those living with deficiencies. Even if the group does not directly help the child, if
it supports the parent that is good for the child, too, so this is a ‘no waste of time’. The
parents with similar situations have the best influence on them during the acceptance
period. They consider it important to help other parents who have disabled children.
They are satisfied with the parent group they belong to.

2. Rumanian research about the criteria for successfully fighting against
deficiency (2003-2006)

The author considers the ecological model built by Bronfenbrenner the most suitable
theoretical basis for the Rumanian research of the quality of life among families having
disabled children. According to the interactive point of view of the ecological model
we are never passive participants of our environment, constant action-reaction effects
assert themselves, we are continuously balancing between the risk factors causing us
problems, challenges or even stress, and the protective factors being effective in our
personality and environment. These effects always filter through the cognitive, emo-
tional, physical and social behaviour, manifestation, but they also depend on the actual
stage of development of the individual or family (BRONFENBRENNER 1979; FRASER
2004). The definition of the concepts of risk and resiliency in this model: 4 risk factor
is every biogenetic, psychosocial, environmental or economical harming factor that
hinders, slows down or harms the individual’s well-being, development, independent
and reasonable possibilities of living. 4 resiliency factor is every effect that activates
and supports such sources of power that make it possible that in spite of the risk, or
compensating it, the balance of the situation be preserved, the existence of the indi-
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vidual does not become impossible, his or her development does not take a patho-
logical or deviant direction.

The primary intention of the research was to provide as much information as pos-
sible about the families having disabled children, based on which it can be explored
how they fight against the situation of life changed by the deficiency.

When designing the research the author’s starting point was the hypothesis that
there must be common problems that are characteristic of all the cases of the families
having disabled children. Some families can find those supportive possibilities in their
immediate circumstances, in the supplies provided by the supply-system and in their
own personalities which make it possible for them to stay balanced in spite of the prob-
lems. Supportive factors and solutions that can help the best, that work the best, and those
risk factors which most probably and most often cause the unbalance are searched for.

The aim of the research is to explore the situation of the families living with
deficiency through examining the risk and resiliency factors. The study of these is
important because we do not know very well how they live, and it would be important
to know how the supply-system could help, in what way it should adjust to their de-
mands and needs.

The research model consists altogether of 400 families who live in 108 localities
of 9 counties. There exists a national record of the number of disabled children in
each county, but there is no available record or database concerning the breakdown by
the type of locality, by the parents’ profession, or by other data about the family. The
model could also be given prominence based on the breakdown by counties or the
degree of deficiency in order to make it more representative.

The components of the analysis are families whose children have been placed
into a deficiency category and kept on record by the Rumanian Diagnose Committee.
Because of their dependency not only those under the age of 18 are put here.' (But the
research model only included those handicapped individuals above the age of 18 who
also have mental deficiency).

Table 1

Breakdown by the type of the child’s deficiency (N = 400)

The type and degree of the deficiency Percentage (%)
Cumulative deficiency 54.0
Limitation of motion 19.0
Mental deficiency 12.3
Organoleptic deficiency 9.8
Other 5.0
Altogether 100.0

! See the research performed by Li-Tsang who studied the coping strategies of families having dis-
abled children between the ages of 6-28 (LI-TSANG et al. 2001, 63). The percentage of disabled ‘children’
above the age of 18 is 5.5% in the Rumanian research model.
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Though the questions are for one family member, they extend to all of the family
members who live in the same household. The structure of the family, its financial
situation, its social status, the attitude of each family member concerning the defi-
ciency, the possibilities and habits for relaxation are studied. The author considers the
family a suitable component for analysis, and not only the mother or one of the par-
ents, because according to system theory the deficiency of one family member has an
effect on all of the family members; however, taking care of him or her and his or her
adaptation is their common task.

The data collection method was a questionnaire consisting of 80 questions refer-
ring to the quality of life and lifestyle,” which were asked in the families’ home by the
interviewers. One emphasised goal of the research was to try and reveal the secret of
how one can successfully cope with the lifestyle and spiritual problems aroused by
the deficiency. The operational criteria used in the present study have been taken from
the analysis described by BERG et al. (2004).

The following coping profile emerges:

— The successfully coping parents: 44 mothers (15.9%) and 10 fathers (11.5%).
There is no strong connection between successful coping and gender (p = 0.315).
This result seems to contradict the conclusions of the researches done so far ac-
cording to which the mothers are clearly more successful in coping with defi-
ciency. It is very probable though, that in the case of the present research those
fathers took over the task of responding to the questionnaire who are active any-
way in the duties concerning the child. The results referring to the fathers have
also been improved by the fact that there was a father among the interviewers (he
did 8 interviews, and most of them were answered by fathers) who is active in
the parent group and had a positive influence on the other fathers’ coping with
the deficiency. This phenomenon, however, is a signal for the specialists working
with the parents of disabled children: only a father can have the effect of a cata-
lyst in reaching other fathers, in helping them in an area where the efforts of the
specialists usually have not proved to be efficient enough.

— In 93.3 percent of the cases there is a _father in the family beside the successfully
coping mothers. The mothers belong to the group of successfully coping parents
in a greater percentage even if the father does not have a supportive attitude,
compared to the cases where the mothers bring up their children alone (p = 0.01).

— If there is a healthy younger brother or sister, the family belongs to those suc-
cessfully coping (p = 0.04). In 62.2 percent of the successfully coping families
there is a younger brother or sister. There is no clear and determining connection
between the undefined age of a brother or sister and the successful coping,

? The questionnaire is the adapted and developed version of the questionnaire of the ELTE Socio-
logical Institute and Post-Graduate Institute, Social Work and Welfare Policies Department (Budapest)
developed in 1998 and applied for the surveying of the situation of handicapped children and their family
members. In the chapter on the analysis of the family relation system the author used questions from the
material of the HOME (Home Observation for the Measurement of the Environment) tests, too.
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although even in those cases those parents are more successful who have other
children beside the disabled child. (Here we can find the cause-effect relation:
are they successful in coping because a healthy child was also born, or did they
dare to have another child because they had already coped with the fact of the
deficiency? The latter seems to be more probable.)

— In the families where the disabled child had a share in early stage developing
(63.6%), or in pre-school age development (68.8%) and this helped him or her,
the parent belongs to those successfully coping (p = 0.05).

— No clear connection between successful coping and the degree of deficiency could
be found. The coping parents’ children can be found in each type of deficiency
appearing in the model.

— Coping is not influenced by the parents’ education or occupation; however, in
the case of the mothers, if they have higher education and they stayed home to
take care of the child, in 100% they belong to those who are not successful. In the
case of the unemployed and the retired coping is also more difficult. In the case
of those having the occupation of ‘staying home’ coping is decisively influenced
by the existence of the parent group, of course in a positive way (p = 0.001).

— The existence or the absence of the power sources totally determines coping:
those not referring to any kind of power source all belong to the group of people
who cannot cope. The support having the strongest influence considering success-
ful coping is the pair of ‘faith + family’ (44.4%), followed by ‘family’ (22.4%),
and ‘faith + church’ (18.4%), then ‘parent group’ (8.2%).

Percentage
—_— = NN W WS
oCum o ! SKL DKo
Il L L L L Il L Il Il

Power sources

Figure 1
What can help in everyday life?
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— The characteristics of the connection between the attitude of the immediate envi-
ronment and coping (acceptance or rejection) is that the more supportive (accept-
ing) the closest people (brothers and sisters, relatives) are, the more successful
the parent is in coping. The characteristic of the connection between the burden
and successful coping — based on the research model — is that the parents’ coping
abilities are the most sensitive to the burden of the emotional—spiritual and fam-
ily relationships. The strongest connection is between the healthy brother’s or
sister’s accepting attitude and the burden of the family (p = 0.003).

A 1-5 scale has been applied by the questionnaire for the acceptance of the dis-
abled child by the environment.

Table 2

The accepted — rejected scale

Evaluation of Brothers  Relatives  Neighbours — Children of the ~ People in
being accepted —  and sisters (%) (%) same age (%)  general (%)
rejected (%)

5 — accepting 71.4 50.8 43.3 26.3 214

4 16.9 19.0 17.3 13.0 17.7

3 6.3 14.5 16.8 20.5 27.0

2 4.0 8.8 12.8 16.3 21.4
1—rejecting 1.3 3.5 53 17.3 12.4
DK/NR *24.8 3.5 4.8 6.8 5.5
Altogether **100.0 100.0 100.0 100.0 100.0
Mean 4.53 4.09 3.85 3.16 3.14

*those families did not respond where there were no brothers or sisters
**only those families where there were brothers or sisters

The parents’ experience is that getting further from the family the attitude is more
and more distant: the less people know their handicapped fellow human beings the
more prominent the ‘otherness’ and the stronger the rejecting attitude becomes.

— The macro level relation and the variable of coping seem to be independent ex-

cept for the opinion on mass media and press (p < 0.05).
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Table 3

What grade would you give from 1 to 10 as to the attitude
of the following concerning the disabled person?

Public opinion  Medical staff  Church Press  Ministry responsible for
papers, TV, disabled people

radio
Mean 4.45 6.50 7.53 542 4.71
Mass media 5.00 7.00 9.00 5.00 5.00
Spread 2.43 2.50 2.87 2.90 3.13
DK/NR 39 36 59 65 55
Altogether 361 364 341 335 345

(1 = the lowest grade, 10 = the highest grade)

Those successfully coping consider the relationship of the media with the dis-
abled people significantly better than the others (p < 0.05).

2.1. Coping profile analysis

The coping profile emerging from the research results: mothers and fathers who live
in a two-parent family structure, and there is a healthy younger child in the family as
well; the mother does not give up her original occupation because of the child’s defi-
ciency; their child has been successfully improved since the youngest age, they used
their material resources for this reason; they have outside informal supportive connec-
tions; they are sensitive to and believe in the fact that media can be an important in-
strument in improving the child’s state.

2.2. Personal, family and social factors having the strongest influence in relation
to deficiency

Since the research does not work with a representative model concerning the total
studied population, the interrelations and results are rather signals concerning the
things that happen in the families having a disabled child and in the process of provid-
ing for the disabled person: there are listed risk factors and problems that are extant
and characteristic, they reveal supportive factors or solutions that can be found.

One important conclusion of the research is that the supportive and the risk fac-
tors cannot be separated into two totally distinct and opposite groups. First of all,
what is a hindering factor in one case, can mean help in another case (e.g. whether
they live together with another family member or not). On the other hand, the same
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phenomenon can appear with a positive or a negative indication (e.g. degree of defi-

ciency: the slighter the deficiency the more chance it provides, although it exists the

same way and the more serious the more possible the amplifying will be). In spite of
this, the levels of the ecological model can be followed through by the point of view
of the risk-resilience.

Based on the results of the research, one of the most defining factors is the
degree of deficiency, that is the level of deficiency. Its effects can be followed through
not only in managing the present situation (kindergarten, school-options, type of
teaching, right for social help), but also in light of future chances. It is characteristic
that the younger ones are categorised as more serious which probably is due partly to
the fact that the development potential hiding in the child cannot be predicted; it is
still not obvious what the future brings, but it also has a social component, as well as
a socio-political projection. The fact that those with a ‘weak’ financial situation are
listed in the serious category shows (and this was confirmed by those working in the
Diagnostics Committee) that social factors also influence the level one is put on: the
well-meaning specialists want to help the families get the highest possible financial
aid, so they put the child in the ‘serious’ degree. Two problems seem to be solved this
way: the mother can look after the child further (she will be the personal, paid caretaker,
she is qualified to receive the care fee), and a low but secure income source is provided
for the family. This procedure raises two questions:

1. Isitright, is it good, if the system solves the social and financial need aroused by
the deficiency in this way, does not this lead us back to the medical view in the
long run, and does not this become the trap of deficiency?

2. If the results show that the mothers, for whom staying at home means falling out
of relationships and/or falling back from their occupational status, 100% belong
to those who cannot cope, is it sure that in the long run it is good for them to be
the child’s official caretaker, as well?

The locality type is also significant in the Rumanian nursing of disabled people
in connection to both quantity and quality: moving from the municipalities to villages
(they hardly know the really integrating education supported by specialists, the con-
cept of parent group has not been heard of in the countryside). The order, however,
falters in many cases, the smaller towns get behind the villages, less attention is given
to the problems there: they are not part of the better supply of the municipality, nor of
the better attention due to the closed ways of the village (e.g. care is better solved,
there are more things to do, even if there are no jobs). This situation is probably due
to the attempt to dissolve the institution-like feature of the nursing of disabled people:
the village tries to manage its own problems, the needs and the problems are still
transparent, and if there is some problem the child, the family is sent forward to the
municipality. The town, however, belongs less to the guardianship of the municipality
centre than the village, but concerning supplies and infrastructure it is far behind the
latter. And of course, due to its dimensions, it is less transparent than the village.
The advantages of the parents living in smaller towns are that their relation network
is more extended than in the case of those living in the other two locality types, and
the public opinion is ‘more gracious’: neither too personal (as in the village), nor too
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impersonal (as in the city). The support, found in the relation network, partly seems to
balance the deficiencies of the supply system.

The effect of the financial status, supply is also manifold. The parents’ education
and occupational status become effective insomuch as this influences the availability
of the possibilities: more income, better living conditions or better orientation in the
complex procedure of getting financial aid. Surprisingly enough, better circumstances
do not result in more successful coping as well. A direct, linear correlation cannot be
pointed out, but an indirect connection can be: the degree of supply has a significant
role in making the improving possibilities available, and this closely relates to coping.
The critical turning point is whether the parent decides or not to start out on the road
of improving, or whether the parent has the possibility to decide: is there information,
financial opportunity, does an improving activity exist? This indirect degree of supply
should be built by the supply system, especially by making informing, the improving
possibilities available and by eliminating the medical attitude that maintains the bio-
logical determinacy (‘it is a disease, consequently it should be cured by medication’).

Based on their financial status the families of the research model are mostly
proved to be poor, though the percentage of unemployment is not high (compared to
the mean of population). Is this a characteristic of the model, or can it be said about
the studied population, too, that deficiency means poverty regarding the family? The
answer is not obvious. In the case of the very poor families the sum paid for the
child’s care means (more than) half of the family income. However, in the families
where the mother’s staying at home means the elimination of an income, and besides
there are the expenses of improving, special diet, etc., deficiency definitely means
financial regress, too. The families with good or medium financial status become
poorer, and the very poor get an income, which however means nothing more than
survival.

The parents’ most important power source is the family and faith. The negative
effects of the environment: prejudices, rejection of the disabled child or young person
weaken this power source. The linking civilian organisations are missing from between
the macro-system and the family: interest enforcing organisations, parent groups.
(Maybe the church fulfils such a transitional role.) The role of the family gets over-
strained in this respect, too, since there is no room for ‘letting off the steam’: it has to
deal with the emotional burden, as well, resulting from the deficiency, and with the
tension resulting from the dissatisfaction because of the system. If organisations are
lacking there is no possibility for these dissatisfactions to become a positive initiative.
The Ministry for the Disabled People is a far away, immanent institute that can be
scored down, and which can be condemned for the lack of good changes, but the in-
tention of ‘this is for us, let’s change it” does not dawn at all or hardly comes up con-
cerning this problem. The awareness of self-determination can be born with difficul-
ties in a country where there has been no trace of this for many decades, and it is es-
pecially difficult in an area, which was opened up for research only recently and is a
debatable issue. That is why the author considers the linking organisations, institu-
tions that know the everyday life of the handicapped, too, but they can contact the
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decision-making bodies of the macro system and they can intermediate in two direc-
tions.

Few families having adult disabled family members were included in the research
model. In spite of this it is clear from the analysis that they are in an increasingly
difficult situation. If the young disabled persons leave the activities provided for them
by school and professional training, their possibilities strongly decrease. Most of the
people responding to the questionnaire described the dynamism of coping with the
deficiency as a process that can also be defined as grieving, which consists of first
coping and recoveries needed again and again, preceded by the hard phases developed
throughout the years. They consider the most difficult period in life, at least that is an-
ticipated by the parents, when their own strength, health, financial situation is already
deteriorating. The supply system and the helping specialists have a big responsibility
in not leaving the parents alone with their children during this period of their lives,
giving back the feeling of dignity and self-esteem to the affected child and/or family.

References

BANFALVY, CS. (1996) ‘A feln6tt értelmi fogyatékosok életmindségének jellemz6irdl’, Szocid-
lis Munka 8:2, 81-94.

BERG, M., R. JAHNSEN, K.F. FROSLIE & A. HUSSAIN (2004) ‘Reliability of the Pediatric Evalu-
ation of Disability Inventory (PEDI)’, Physical & Occupational Therapy in Pediatrics
24:3,61-717.

BRONFENBRENNER, U. (1979) The Ecology of Human Development: Experiments by Nature
and Design (Cambridge: Harvard UP).

FRASER, M. W., ed. (2004) Risk and Resilience in Childhood: An Ecological Perspective (2™
ed.; Washington: NASW).

LI-TSANG W.-P.C., K.-S.M. YAU & Y. HON KONG (2001) ‘Success in Parenting Children with
Developmental Disabilities: Some Characteristics, Attitudes and Adaptive Coping Skills’,
The British Journal of Developmental Disabilities 47:2 (Jul), 61-71.

SANDERSON, W.H. & M. CRAWLEY (1982) ‘Characteristics of Successful Family-Care Parents’,
American Journal of Mental Deficiency 86:5 (Mar), 519-25.

SINGER, H.S.G. (2002) ‘Suggestions for a Pragmatic Program of Research on Families and
Disability’, The Journal of Special Education 3, 150-56.

TAYLOR, H. (1998) ‘Americans with Disabilities still Pervasively Disadvantaged on a Broad
Range of Key Indicators: Huge Differences between those with and without Disabilities,
in Employment, Income, Transportation, Health Care and Life Satisfaction’, The Harris
Poll 56, retrieved on 1 December 2008 from http://www.harrisinteractive.com/harris_
poll/index.asp?PID=152.

EJMH 4, 2009




<<
  /ASCII85EncodePages false
  /AllowTransparency false
  /AutoPositionEPSFiles true
  /AutoRotatePages /All
  /Binding /Left
  /CalGrayProfile (Dot Gain 20%)
  /CalRGBProfile (sRGB IEC61966-2.1)
  /CalCMYKProfile (U.S. Web Coated \050SWOP\051 v2)
  /sRGBProfile (sRGB IEC61966-2.1)
  /CannotEmbedFontPolicy /Warning
  /CompatibilityLevel 1.4
  /CompressObjects /Tags
  /CompressPages true
  /ConvertImagesToIndexed true
  /PassThroughJPEGImages true
  /CreateJDFFile false
  /CreateJobTicket false
  /DefaultRenderingIntent /Default
  /DetectBlends true
  /ColorConversionStrategy /LeaveColorUnchanged
  /DoThumbnails false
  /EmbedAllFonts true
  /EmbedJobOptions true
  /DSCReportingLevel 0
  /EmitDSCWarnings false
  /EndPage -1
  /ImageMemory 1048576
  /LockDistillerParams false
  /MaxSubsetPct 100
  /Optimize true
  /OPM 1
  /ParseDSCComments true
  /ParseDSCCommentsForDocInfo true
  /PreserveCopyPage true
  /PreserveEPSInfo true
  /PreserveHalftoneInfo false
  /PreserveOPIComments false
  /PreserveOverprintSettings true
  /StartPage 1
  /SubsetFonts true
  /TransferFunctionInfo /Apply
  /UCRandBGInfo /Preserve
  /UsePrologue false
  /ColorSettingsFile ()
  /AlwaysEmbed [ true
  ]
  /NeverEmbed [ true
  ]
  /AntiAliasColorImages false
  /DownsampleColorImages true
  /ColorImageDownsampleType /Bicubic
  /ColorImageResolution 300
  /ColorImageDepth -1
  /ColorImageDownsampleThreshold 1.50000
  /EncodeColorImages true
  /ColorImageFilter /DCTEncode
  /AutoFilterColorImages true
  /ColorImageAutoFilterStrategy /JPEG
  /ColorACSImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /ColorImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /JPEG2000ColorACSImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /JPEG2000ColorImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /AntiAliasGrayImages false
  /DownsampleGrayImages true
  /GrayImageDownsampleType /Bicubic
  /GrayImageResolution 300
  /GrayImageDepth -1
  /GrayImageDownsampleThreshold 1.50000
  /EncodeGrayImages true
  /GrayImageFilter /DCTEncode
  /AutoFilterGrayImages true
  /GrayImageAutoFilterStrategy /JPEG
  /GrayACSImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /GrayImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /JPEG2000GrayACSImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /JPEG2000GrayImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /AntiAliasMonoImages false
  /DownsampleMonoImages true
  /MonoImageDownsampleType /Bicubic
  /MonoImageResolution 1200
  /MonoImageDepth -1
  /MonoImageDownsampleThreshold 1.50000
  /EncodeMonoImages true
  /MonoImageFilter /CCITTFaxEncode
  /MonoImageDict <<
    /K -1
  >>
  /AllowPSXObjects false
  /PDFX1aCheck false
  /PDFX3Check false
  /PDFXCompliantPDFOnly false
  /PDFXNoTrimBoxError true
  /PDFXTrimBoxToMediaBoxOffset [
    0.00000
    0.00000
    0.00000
    0.00000
  ]
  /PDFXSetBleedBoxToMediaBox true
  /PDFXBleedBoxToTrimBoxOffset [
    0.00000
    0.00000
    0.00000
    0.00000
  ]
  /PDFXOutputIntentProfile ()
  /PDFXOutputCondition ()
  /PDFXRegistryName (http://www.color.org)
  /PDFXTrapped /Unknown

  /Description <<
    /FRA <>
    /ENU (Use these settings to create PDF documents with higher image resolution for improved printing quality. The PDF documents can be opened with Acrobat and Reader 5.0 and later.)
    /JPN <FEFF3053306e8a2d5b9a306f30019ad889e350cf5ea6753b50cf3092542b308000200050004400460020658766f830924f5c62103059308b3068304d306b4f7f75283057307e30593002537052376642306e753b8cea3092670059279650306b4fdd306430533068304c3067304d307e305930023053306e8a2d5b9a30674f5c62103057305f00200050004400460020658766f8306f0020004100630072006f0062006100740020304a30883073002000520065006100640065007200200035002e003000204ee5964d30678868793a3067304d307e30593002>
    /DEU <>
    /PTB <>
    /DAN <>
    /NLD <>
    /ESP <>
    /SUO <>
    /ITA <>
    /NOR <>
    /SVE <>







    /HEB (Use these settings to create PDF documents with higher image resolution for improved printing quality. The PDF documents can be opened with Acrobat and Reader 5.0 and later.)
  >>
>> setdistillerparams
<<
  /HWResolution [2400 2400]
  /PageSize [612.000 792.000]
>> setpagedevice


