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Abstract

This study is realized in Albania, aimed; promoting the development of a positive climate inside disabled children’ families,
which might be able to improve their capacities. Therefore, the paper is aimed at highlighting the specific needs of parents and
of their disabled children, so that they might acknowledge and manage stress, as well as at presenting some prevention and
intervention practices related to the difficulties encountered while growing a disabled child. The survey provides us with
important data on how parents react to the first diagnosing of their child, how do they managed emotions, what is the impact of
a disabled child in their family, what are the expectations and how is the collaboration with professionals working? The main
purpose of the survey is to distinguish those aiding means, which families perceive as necessary. The answers shall serve as
a joining bridge between professionals who deal with disabled children and their families.
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1. Introduction

Parents dealing with disabled children in their families often face lack of information to fight reality, disdain and
ignorance. However, they managed to overcome difficulties and return hope in their lives, by finding success for the
future of these children in what seemed to be an inaccessible obstacle. By doing so they confirmed all the great effort to
being humans.

If someone, some times ago had been able to give advice and hope to disabled people, these individuals and their
families would not find it so hard to face such problems or would not experience such threshold of pain. We have been
waiting so long that somebody makes something for this issue, but so far nothing has been done. Any research
performed shows that disabled persons and their families need advice and support; however, few of them decide to go
over this problem.

Many of the professionals, who are engaged in this field, still continue to hide their profession behind medical
analyses.

There is little medical information and even less support to a new-born disabled child. Parents of these new-born
disabled children ask for the aid of the practitioners, nurses, social assistants, who seem to be unprepared for dealing
with the “misfortune” of such parents. In this way the long hours with medical assistance have just begun. Due to lack of
information, parents keep waiting anxiously for the medical tests and the definition of diagnosis without receiving any
accurate response.

Unintentionally, family problems grow out of everyday issues. Parents are filled with confusing and frightening
emotions for their lovely disabled children and want to escape from their common life. What do they do?

And the war has just begun for a public school permit, with parents having to face inexplicable offences. They are
anxious for the future of their children: will the school board allow them to enter a public school? What will happen when
they grow up? Along with the sense of distance and frustration these parents increasingly doubt the future of their
disabled children. Rejection is the feeling that mostly scares them, and the children use to get more frightened.

Parents’ stress, anxiety, expectations and emotions are a good way to understand how they perceive the history of
their life. Furthermore, their experiences stimulate professionals to give professional aid on the ways and methods of
intervention.
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1.1 Forms of social support and partnership to the development of disabled children

Both parents and professionals fail to consider uncertainty as a positive adaptation motor, which can make them more
creative in search of solutions. They are always anxious for meeting the preset goals. For this purpose, partnership
strategies play a substantial role in reducing the anxiety of these parents and encouraging them to go safely through their
own life.

What are the best conditions for creating partnership?

This partnership is built through reflection ON and IN the action within a relationship where power separates from
knowledge, otherwise we would argue that ON is a technique that perfections thinking and reflection to create ideas to be
implemented in real actions. IN is another efficient technique, which of course helps in building partnership, a place to
share their experiences. This privileged context encourages mutual building of knowledge between each partner.

What is the outcome of these strategies?

The results confirm the efficiency of PRIFAM in favoring the best adaptation of parents to a more extended
autonomy of the family. What is PRIFAM?

PRIFAM is an interdisciplinary intervention program built through the collaboration between parents and
professionals. PRIFAM is a program that, thanks to its theoretical roots and the clinical model it adopts, has contributed
to the restoration of parent-professional relations to the development of children with special needs. This collaboration is
based on a clinical observation and it is an exchange of relations, knowledge and competences between both parties.
The birth of a disabled child puts their family and especially their parents in a distressing process; however, with the aid
of this program, which is aimed at building mutual relations between the concerned parties, this distressing process is
transformed in a process of development, information, by learning to achieve this challenging goal, i.e. the adaptation of
the parties to this process. Many professionals consider it a backpack carried by the child, which shall provide them with
any necessary means throughout their own way.

PRIFAM presents the following multisided effects:

The individual aspect:

- less emotional distress, anxiety and depression

- The more mothers are confident in their resources, the more they will perceive this situation as a new

challenge.

The marital aspect

- very good tacit support and tasks sharing

- involvement of father since the first day of birth may help in maintaining family harmony.

The parental aspect

- agreater sense of competence related to taking care of the disabled child

- less parental stress

- a more positive and constructive behavior and perception of the child’s disability as well as of their parental

situation.

- less diminution of their role as parents

The intrapersonal aspect

- more confidence in the support that others may give to them

1.2 Counseling and its effects

Counseling is a professional intervention, which employs the technique of colloquy (conversation) and some strategies of
communication to help professionals find the most appropriate way to decision making either for themselves or for their
clients. It helps both parties face complex situation and look for the best possible solutions.

The presence of a child with special needs puts them and their families in various complex situations, where they
have to communicate in different social and medical systems. It is precisely in such situations that counseling becomes
important: the professional offers an empathic and unbiased support by becoming a stimulus either for the children with
special needs or for their families to help them gain self-confidence and find necessary and useful solutions. A counselor
deals precisely with aiding professionals or the work team change and control their communication methods with the
patient. Thanks to these strategies they must built a collaboration spirit between them and the family of the person with
special needs. The use of such interventions for the sake of collaboration with the concerned families and of other
systems aimed at creating individual relations is called indirect counseling, which helps improve the communication flux
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within the work group.
2. Methodology
2.1 Participants

Participants in this research work are parents of disabled children (n=80). Participants gave their opinions by answering
to a questionnaire, which was later examined by the scholar. Care was taken that both genders were included in the
research work. The geographical distribution of the questionnaires corresponded to the city of Vlora and Fier. The
participants were elected randomly in collaboration with the community service centers and the special schools of the
respective areas.

2.2 Tools and Materials

Information data were provided by the questionnaire. The questionnaire completed by the family members of the
disabled children contained a column with demographic data and 11 closed questions, where the participants checked
the most appropriate option for their own situation. Finally, they had to answer an open question on what they thought
would be the best way to improve the situation. The questionnaire was taken from *

2.3 The procedure

For the collection of the relevant data we had to administer the questionnaires of a single period. The period for the
collection of the relevant data is January through May 2014. Such a long extension was due to the great difficulties
encountered with the concerned parents.

2.4 Statistical Analysis

The data collected through quantitative questionnaires were first entered and then processed statistically. Since most of
the variables were nominal and ordinal, percentages and frequency were analyzed. For the analysis of the data provided
by the opened questions, qualitative methods of analysis were employed.

2.5 Ethics while performing the study

The decision to be included in the research work was made personally by the concerned individuals. They were informed
on the freedom of will to participate or not in this research work. The heading of any questionnaire contains clear
information on the purpose of this research work and the way it should be completed. The principle of anonymity and
confidentiality were properly applied during all the phases of this research work.

3. Data analysis and Discussion

This research work was aimed at providing the audience with some useful conclusions on the relations created between
the parents of the disabled children and the professionals who work with such children as well as on the marital and
community relations.

The selected sample is composed of 80 individuals, with 33 mothers and 33 fathers, and 14 single moms. The
focus of this research work is answering to some questionnaires with the purpose of evidencing the marital relations
between parents of disabled children, their confidence in professionals and their expectations with regard to the
performance of their children.

All these variables relate to such factors as the educational, social and economic level of the parents.

We must point out that the data contained in this questionnaire are taken from a severe social context with regard
to disability assessment. This is quite obvious from the words of the concerned parents, who relate the problem
considerably to the backward mentality and prejudice that characterize the Albanian society. From a general viewpoint,
without mentioning accurate figures, we note that parents and professionals have the same fear: they both have the fear
of perceiving incompetence in the person they are facing.
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As we have already mentioned, the Albanian context finds it really hard to accept and perceive disability since the
first moment of its notification. Another problematic issue related to the Albanian system and citizens involved in the
study is lack of information available to parents in relation to the disability of their children.

Such lack of information is for two reasons: first, these parents enclose themselves inside certain walls of solitude
and create no relation with the outside world and second, often professionals encounter difficulties due to parents lacking
confidence in their service.

Graph. 1. Who gave you the news on your child's disability?
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It is obvious that parents were informed by two types of professionals, i.e. the specialist and the pediatrician on the
disability of their child. In most cases, 45% of the informants are specialists, i.e. professionals we deal with the
assessment of disabled persons in specialized centers, whereas 30% of the informants are pediatricians. Other
informants are family members, educators or teachers. In consideration of the introduced cases, neither nurses nor
psychologists are informants.

Graph. 2. What do you think it is important with regard to communication?
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With regard to the parents’ community, we think that it might be important to display a detailed information: 45% of these
parents have considered the data provided by the professional on their children disability; 35% have been worried about
the future of their children; 18 % have asked for psychological assistance, whereas 2% of these parents have failed to
specify what kind of help would best serve to their situation.

o How does the way of perceiving notification on a disabled child relate to the educational, economical ad social

level of the concerned parents?

With regard to how parents of different educational, economical and social level react toward the first notification
on their children disability, the data provided in the survey show the following results: both fathers and mothers perceive
feelings of anxiety, stress and depression; however the extent of such feelings is greatly determined by their educational,
economical and social level: the higher the educational level, the lower the feeling of anxiety and stress perceived.

65% of the interviewed had completed the upper secondary education, whereas 35% had finished university and middle
school.

Graph. 3. Which of the following emotions have you perceived most?
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With regard to the above emotions, pain is what parents perceive most. Compared to other studies, parents have almost
the same perceptions. The data provided in the study of J.M. Bouchard from Canada are similar to those provided in this
study as far as parents’ reaction and emotions are concerned. Parents reveal that they perceive insecurity of
professionals and practitioners as if they were hiding the truth, which adds up to the insecurity of parents themselves
about the future of their children. This insecurity is translated into fear of parents from the new situation created in their
family and concern about how they will manage such situation.

Graph. 4. Who makes decision about your child?
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In most cases, a great part of the decisions is made by mothers, whereas few of them are made by fathers; however all
decisions are very likely to be made by both parents. On the other hand, professionals make some decisions, which - as
parents state - refer to the level of disability and medical assistance.

Graph. 5. What of the following properties characterizes you as a parent?
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As the diagram shows, parents are characterized — to a great extent — by their ability to take care, which exceeds their
ability to adapt to the new situation.

Graph. 6. What impact your child’s disability has in the following relations?

60
50
40
® totality
30 M passably
w slighty
20 m whatever
10
0
social partnership  ocupation family stresslevel  economy
relation relation relations situation

Source: Data elaborated by the author from questionnaire

Stress level, economical situation and family relation are the most influenced relations by a child’s disability; however it
has a certain impact in all relations.

e The impact of disability in partnership relations

The data provided in the study show gender differences referring to the way of perception. 65% of fathers state

556



ISSN 2239-978X Journal of Educational and Social Research Vol. 4 No.6
ISSN 2240-0524 MCSER Publishing, Rome-Italy September 2014

that their children disability and the time their partners dedicate to the disabled children have created a gap in their
partnership relations. 56% say that there has been no change in their perception of partnership relations, which means
that their children disability has had no impact.

Graph. 7: What do you expect from your disabled child?
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Source: Data elaborated by the author from questionnaire

Welfare, daily autonomy and happiness are main expectations of parents for their disabled children. What parents expect
less from their children are rehabilitation, friendship, profession, school progress and emotive life. Referring to confidence
in child's progress, almost 73% of mothers and 57% of fathers were optimistic and had high expectations for their child
progress.

Graph 8. Who did you trust most in critical moments of your life?
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It is obvious that in critical moments of their life parents have been confident in professionals. As parents state, the main
reason why they trust in professionals, is because they have already done what they could and didn’t know how to
proceed further; another reason is because they have seen their children progress while working with professionals, or
because these professionals were recommended by friends.

Graph 9. In what moment of your life did you ask for the support of a professional?
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Graph 10. Has your family received assistance other than professional?
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As one may notice, these families have been assisted by friends, who have supplied them with financial means and have
taken care about the disabled children; associations have largely offered their services, whereas generous individuals
have assisted these families financially. Institutions like school, municipality, commune, centers have also supported
these families.
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4. Conclusions

Human development model introduced by Bronfenbrenner (1979) describes how individuals develop gradually by
communicating with the surrounding environment and how they influence this surrounding environment. Ecosystem is
defined as a group of interdependent structures and ecosystem approach focuses on the interconnection between
multiple elements of these systems and their impact. It also allows the study of a problem in its plurality by considering
the various contexts (interpersonal, social and physical) and the dynamics by which the developmental process takes
place. It highlights the importance of quality interactions between elements of the situation.

After all we have tried to give a general image of how parents of disabled children express their emotions,
opportunities, priorities, needs and goals.

According to principles, ethics and duties of the professionals who deal with disability cases, in order for these
disabled children and their parents to actively participate in building a system that represents not only physical but mostly
human interconnections, they should:

know, explain, formulate, define and respond to:

1. opportunities

2. goals

3. priorities

4. needs

5. emotions
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