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Abstract: Partnership between parents with intellectually disabled child and 

professionals is a vital for the effective work and benefits for the children 

The paper presents results from the study the nature of the parents-

professionals relationships in the field of children with intellectual disabilities in 

Bulgaria. The results show, that parents, as well as specialists working with them and 

their children experience various difficulties-parents are unsatisfied with the way 

specialists communicate with them; insufficient information, not refer to proper 

specialists. Recommendations for the improvement of collaboration between parents 

and professionals are mad, based on the results from the study, and finding in the 

current literature in this field.  
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Introduction 

During the last decade in Bulgaria , services and attitudes toward persons with 

disabilities and their families have changed dramatically. Institutions started to be 

reformed and closed; important legislative changes has been implemented (Children 

Act, 2001 Standards for care in the institutions for children, 2003, Program for 

deinstitutionalization,..), parents organizations become more and more strong and 

influence the important decisions concerning people with disabilities, day care centers 

for children and adults with intellectual disabilities are speeded in the whole country 

(Stancheva-Popkostadinoiva, V., G.Bogdanski, E.Kerankova, 2004),   some trials for 

integration of children in school already made and show positive results on children 

development, many valuable technological advancements in education and services 

for persons with disabilities have taken place (Stancheva&Tuporova, 2002) . 

Children with disabilities and their parents have varied difficulties and face 

diverse challenges throughout their lifespan. The systematic interactions between 

families and different professionals may have profound impacts on adjustment and 

maladjustment processes. The presence of a child with a severe disability in the 

family often means that parents need to obtain, understand, and use plenty of 

information. 

In many cases professionals have made assumptions about the needs of parents and 

families of children with disabilities without obtaining solid empirical evidence or 

even bothering to confirm or refuse these assumptions by listening to parents 

themselves (Roos, 1977). As social services and professionals begin to realise the 

importance of meeting the needs of families, more productive networks of parent-

professional alliances are being created. Although much progress in this area has bee 

achieved in recent years, parents and professionals alike realise that much more 
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remains to be accomplished. In the process of changing models of care for intellectual 

disabled persons, the partnership between parents and professionals become very 

important issue. Through the partnership families and professionals share valuable 

experiences and knowledge. The benefits for the families (A.Turnbull, 1992) are 

connected with obtaining sufficient information about child’s disability and about 

specialists who could help them; receiving adequate information about parents’ rights 

and responsibilities; receiving help in choosing appropriate schools; planning 

activities, which support development of the child. On the other side, there are 

benefits for professionals as well. Through the partnership with the parents, 

professionals receive much more information about the state of the child; better 

recognition of the needs and potential of the family as a whole, as well as feedback 

and planning proper activities which could be done at home. According to Dornberg 

(1991, p.240) there at least three important reasons why professionals need to 

collaborate with families. First, an adequate understanding of the home and family is 

necessary for designing and delivering services that are vitally important for the 

individual and the family. Second, if services provided to individual are to be 

effective, then parents and families need to be involved in and supportive of the 

specific programs of treatments. Educational, vocational, or health-related services 

must be delivered in a manner consistent and congruent with the ongoing structure, 

routines, and ecology of the family. Third, professionals should understand that 

families as unique and distinct units,  have important needs of their own that extend 

beyond the immediate needs of their disabled family member. 

 

The aim of the study is to examine the nature of the parents-professionals 

relationships in the field of children with intellectual disabilities in Bulgaria.  

Subjects: 30 parents (mean age 37.0±6.5) of children with intellectual 

disabilities (11.47±4.51. The bigger part of the children was with unknowing 

diagnosis (33.3 %). The others were with cerebral palsy (26.7 %), Down Syndrome 

(23.3%), spine bifida (10 %), microcephaly (6.7 %). 

  80 specialists working with children with disability and their families: 

paediatricians (10), psychiatrists (10), neurologists (5), physiotherapists,  

psychologists (10), special educators (20), social workers (20). 

Instruments: Two semi-structured questionnaires, especially designed for the 

purpose of the study were used for collection of opinions of parents and professionals. 

Parent’s questionnaire included 8 open questions and focused in parent’s point of 

view of their communication with different  professionals - satisfaction with the 

provided information and evaluation of help, received from them. The second 

questionnaire was designed to professionals for assessment of their views about the 

difficulties in the process of working with the parents and approaches for building 

collaboration and improving the current   practise. The questionnaire consists of 9 

open questions. The questions facilitate answering in a structured way. 

After the previous selection of the parents and agreement for the participation 

in the study, we sent 100 questionnaires. The 80 of them were return. The 

questionnaires for the professionals also been send by post. 

Results and disscusion 

Results from the study of parents  
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Most of the parents (70 %) expressed the need for more information. The type 

of information needed by parents is for the nature of their child’s disability (50 

%), characteristic patterns of normal development (30 %), methods of 

parenting and management with mentally retarded child (36.7 %). In providing 

parents with information, care should be taken to avoid the use of technical, 

professional jargon or of communicating proper with them. The results 

support the findings from other studies that have stressed parents’ wishes to be 

given as much information as early as possible and to be treated as people 

primarily responsible for their child (Tarran, 1981; Quinne and Pahl, 1987; 

McKay, M., Hansen, O. 1990; Cunningham et al., 1984; SCOVO, 1988). 

The bigger part of parents (60 %) had difficulties with the paediatrics and feel 

that their needs are not specifically addressed by these professionals. 63.3 % of 

studied parents share difficulties in finding appropriate equipment in connection with 

the accompanying symptoms of their child’s disability. One of the most important 

need reported by the parents is for professionals and others to attempt better 

understanding their problems and provide emotional support in a way, that is not 

blame them.. 

One of the most important needs  for all families of children with severe 

disabilities in our study  is to obtain the necessary services for their children . This is 

consistent with the results from other studies (Quinne L.&Pahl, J. 1985,Taanila, A. et 

al., 1996;Tarran, E.C.1981; Turnbull, A.P.&Turnbull, H.R.,1986). Many families (70 

%) need direct home care and assistance. There is a current need for changes in 

models of care for persons with mental retardation. 

The wishes of the parents in accordance with interactions with the professionals in 

summary are:  

• to tell them the diagnosis on time and in understandable words; 

• to refer them to the respective specialists and services timely; 

• to hear their opinion when they take a decision concerning treatment or moving to 

a social care home; 

• to help more competently and accurately 

This is the comment of one parent: “Some of them added to our grief their 

misunderstanding and lack of humanity. It’s good there weren’t many of them”. 

4. Results from study of professionals 
On the other side-professionals who work with children with intellectual 

disabilities and their families also reported some problems and needs. 

A permanent problem for them is the lack of appropriate context that might promote 

the integration of their efforts. Most of the physicians share that they were target of 

the verbal aggression of the parents who often want even the impossible. The isolation 

and lack of support and co-ordination in their efforts' leads to the feelings of 

helplessness and exhaustion . By many of them were finding Burnout syndrome 

  The professionals   in our study think that  the parents: 

•  Are capricious (50 %) 

•  Do not understand and appreciate the efforts of the specialists (63.3%) 

• Do not participate in the process of rehabilitation, because of lack of stubbornness 

and argumentation (66.7%) 
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• Are unwilling to share the difficulties they have with the upbringing the child at 

home (36.7 %), often  hinging the truth about the state of the child as well as their 

own methods of treating him/her (46.7 %). 

• Do not take  and follow the professionals’ advises (63.3 %) 

• Do not know basic things about upbringing (23.3 %) 

• Some parents do not accept the reality (23.3) 

How can the relationship with the parents improve according to the professionals? 

Social workers and pedagogues point out that the following are necessary: 

• more frequent meetings with the parents; 

• building of understanding and respect in the parents to the professionals 

• To find an appropriate systematic approach for work with  the parents of mentally 

retarded children, to give the parents specialised help for improving the relationship 

between them 

• psychological counselling for solving the conflicts and personal problems 

The  physicians point out  that  specialised areas in the education should be created 

dealing with the problems of families with mentally retarded member. 

Most professionals involved in providing services to persons with moderate 

and severe disabilities agree that working effectively with parents and families is a 

vital aspect of servise provision. 

 

5. Conclusion 

 The results from our study clear indicate that parents, as well as specialists 

working with them experience many difficulties. There are some misunderstandings 

between them, connected mainly with  difficulties in the early stages in the 

communication with the specialists , lack of adequate structure for serving children 

with intellectual disabilities, lack of specialized training for the professionals. 

Training must be provided to the many different professionals who are expected to 

work effectively with children with intellectual disabilities and their families. 

Professionals must adopt an ecologically valid approach toward these families as well 

as to their own particular roles. The child and the family must be viewed within the 

context of one another(Lyon and Lyon,1991). 

Professionalls are needed to remember and to understand the family as a 

system, with its own unique structure, functions, and life cycle. 

Parents and specialists should work together on behalf of the children 

Working together, parents and professionals can minimise the difficulties. and 

maximise the opportunities for both-the severely disabled children and their families. 

The contacts with the colleagues should be more frequent and close. 

Better understanding the problems and needs of persons with disabilities and 

their families will prepare professionals to communicate and collaborate effectively 

with them. .There are some factors that impede physician-parent communication. 

According to Seligman (1991) they are: 

•the physician’s  inadequate knowledge of developmental disabilities 

•physician’s negative attitude toward disabled children 

•the physician’s inept skills in communicating with parents. 
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All these factors are interrelated: That is, deficiencies in one area affect the 

physician’s abilities in other areas. The professionals cannot expected to be an expert 

on every disabling condition or even on all of the ramifications of any condition. It is 

necessary to refer parents to written materials, other knowledgeable professionals, and 

organisations with specialised information about disabilities. 

Attempts must be made to develop co-ordinated and permanent services so 

that the lifelong needs of these persons and their families can be met. Professionals in 

a wide variety of education, health, and human service fields must become 

knowledgeable and skilful in working with persons with severe disabilities and in 

understanding and working with their families. 

For useful partnership, or partnership in action professionals must realise 

several important principals when attempting to collaborate with the  families with 

intellectually disabled children: 

• Children with disability and their families’ characteristics, needs, and preferences 

differ widely. Never forget that what may be important or appropriate for one 

family may not be for another 

• Families are complex units with varying and unique interaction styles 

• The focus of the intervention should not be narrowly defined 

Services and professionals should be more family oriented than individually 

oriented and should direct more of their efforts toward positively affecting the social 

system of the family. 

 Effective collaboration with families of persons with severe disabilities may require 

professionals to do many things, ranging from providing simple encouragement and 

support to assisting in providing and interpreting information and assisting in special 

problems to help parents clarify goals and needs for themselves, their severely 

disabled child, and their family. 

It is necessary to create multidisciplinary teams in the system of care to persons with 

intellectual disabilities. By gaining a clearer understanding of the dynamics of 

collaborative efforts with fellow workers and with consumers, human service workers 

can increase their own effectiveness in the field (O’Connor,B.,1997) Usually the team 

is  composed by physicians, psychologists, social workers, special  educators working 

in active co-operation with the families. The main goal is to ensure, trough early 

diagnosis and intervention, the necessary support and optimal social adaptation for the 

intellectually disabled persons according to their individual abilities. For the effective 

collaboration between parents and professionals it is important the realistic goals to be 

put, as well as division of responsibilities, good communication, adequate ways for 

parents’ participation.). To work effectively with persons with  severe disabilities and 

their families, it is important that professionals develop a basic understanding of the 

common needs of these families as well as the ability to identify specific needs that 

are unique to individual families (Lyon and Lyon,1991). The best model in 

collaboration is this in which specialists are experts in their work and parents are 

experts according to their parents.  
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