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1. Introduction 
Early intervention for families with children with visual impairment in the Czech Republic started in the mid-1980s and was made professional during the 1990s. Unlike most post-communist countries, at the time when we met with early intervention theories and models abroad, we had already gone our own way - we knew our clients, we already knew something about ourselves, about our strengths and weaknesses. We could not and we did not want to simply adopt some of the programmes used abroad, because our conditions were different. Our currently used model of early intervention for families with children with visual and multiple disabilities is called „Guidance“. We consider it as a functioning synthesis of our roots with the knowledge and approaches that we gradually learnt thanks to co-operation with many of you, who are here again today ready to share your experience. We learnt from you how and where to look for new trends in psychology, education and social work, how to implement them to suit our conditions and client needs. 

2. Model „Guidance“

ROOTS: 

I will try in a few words to describe the conditions from which our programme of early intervention came from:     

· a lot of personal enthusiasm and effort of home visitors

· traditionally high professional competence, focusing however only on blind children,      not on children with multiple disabilities or family as a whole

· stricken family without any competencies

· trust and openness of families towards experts

· family is closed towards the community

· traditional model of family, important role of grandmothers

· strong relationship between the family and home visitor

· non-existence of the team (in the true sense of the word)

Now about these points in more detail:

The beginnings of early intervention in the form of work of volunteers were not the response to the pressure from parents, nor the response to the needs that they expressed. The parents were told by the Government that the care of their blind child will be completely in the hands of experts, but only from the age of entering a kindergarten. Until then, most families remained shocked and just waited. Early intervention occurred as an expression of responsibility and personal effort of professionals, who in their teaching profession came into contact with blind students and realised how much was irrevocably neglected and that a number of things in the lives of these children could have gone differently. Those professionals also had access to foreign literature and learnt about early intervention. The literature from the early 80s did not describe the principles of early intervention as we know them today, yet it caused a big change in thinking among homevisitors as to who is the real client of early intervention - after a short period of focusing on the child, the whole family was included in early intervention, although at first as a target of intervention, not as a partner. When I say „the whole family“, I must stress that most families include grandparents - especially the role of grandmothers is usually strong and their attitude towards the child with a disability and towards early intervention services is often very important in the family. I recall a very young family who had problems because the grandparents had totally different views on therapies for their blind child. Then the father organised a big family celebration (a christening party) and said in front of the whole family that he thinks that his son Ondra (Andrew) is a wonderful child and that he intends to be in charge of the treatment methods and his education. After that, the grandmother began to respect the young family and was even interested to watch the work of home visitor.

The parents of children with visual impairment did not initiate the network of Early Intervention Centres and they did not have a feeling of responsibility towards it. On the contrary, the homevisitors at that time came to families with a strong feeling of personal responsibility for everything - for the progress that the child was making, for the atmosphere in the family, for their ability to answer all the questions that the family asked. The „expert approach“ was the only model of behaviour which showed that the home visitor was an expert. Families actually demanded this expert approach - this could be seen among others in the fact that the family required that everything must be special - special toys, special aids, special approaches... The homevisitors at that time responded positively to the parent’s expectations - that was natural, because they had high professional competence in expert fields - orientation and mobility, tactile graphics, daily living skills, etc. Their professional expert education was based on a 200-year long tradition of high quality teaching of the blind in our country. We now see that this expert approach has its limitations and restrictions. However when homevisitors encountered the limitations, they consider it as their own failure. I still remember myself as the student - volunteer who had a very bad feeling when she could not explain to the parents why their blind child would not eat lentil soup when all the rest of the family loved it. 

Families relied on experts very much. Therefore, they showed a lot of trust and openness towards homevisitors. Without hesitation the parents would give them any medical reports or personal information. You may be surprised that the Act on Protection of Personal Data came into force only this year, i.e. ten years after the start of professional early intervention. Our homevisitors often still fight with workers of other services, who require information on our clients without their consent. It is absurd when the clients themselves often regard our protection of confidential materials as exaggerated. On the other hand, the family often did not have any medical report and they did not know the child’s diagnosis either. Such situations again strengthened the expert role of the home visitor, who started to deal with other experts on behalf of the family. Only at present, in our country the Society for Protection of Patients started to demand automatic right of the patient or parent to a copy of the medical report. 

Little need to protect personal data from experts contrasted with frequent reserved attitude of families towards its neighbourhood, and even towards their bigger family. In practice we often experienced that parents were not happy to receive mail from us with our stamp on it or they felt uncomfortable and self-conscious when our car with the company logo was parked outside their house. 

In this kind of isolation, into which the family got partly as a result of the overall attitude of society to people with disabilities and often on the basis of their voluntary resignation to change in their closest environment, the relationship between the family and home visitor developed very fast and intensively. This obviously brought many consequences for both parties, for example - dependence. Having a very close relationship with the home visitor meant that the family often became dependant on him/her, they tended to discuss other problems - not related to the child, and often accepted such services and therapies that he/she recommended to them without an effort to participate in the making of an individual plan for the child. The family with a too close relationship with their home visitor did not consider it natural when they were to be contacted by other members of the team, on the other hand the home visitor tended not to invite colleagues to work with the family - in a way it was a kind of jealousy among the members of the team. Come to think of it, I am using the word „team“, but in fact at the beginning of early intervention it was rather a group of workers who from one place departed on visits to „their“ families, in which they worked rather autonomously. 

Homevisitors at first did not consider it important during their first visits to the family to mention that the service is time-limited and the family tended to suppress this information. Due to a too close relationship between the home visitor and the family, it was later difficult to talk about the time-limited character of the service. In the first years of early intervention services it often happened that after the inevitable ending of the service and family going on to follow-up institutions, the family kept contacting the early intervention provider and required further help. 

At this point let me mention another related phenomenon - calling each other by first name (in Czech this is connected with using a slightly different language), which can make many situations easier but also more complicated. Calling a person by first name in the Czech language is an expression of friendly relationship and trust, but at the same time, the person who I call by first name finds it more difficult to refuse my requests, to tell me unfavourable information, etc. On the other hand, to refuse being called by first name brings disappointment in one’s trust.  In my own case, natural biological processes, i.e. getting old helped -. As a young always-smiling student I was offered first-name calling by almost all parents. They do not do it now, although I still like to smile. 

When I talk about families and homevisitors in the beginnings of early intervention, I do not mean to criticise or condemn. I am just trying to describe the way we were and the situation from which we came. The traditional feeling in families with children with disabilities that „everything rests on them“ was for a moment replaced by the feeling that „everything rests on the home visitor“. Nowadays, we are together discovering that a lot of things rests on the family but early intervention can reinforce its competence and help to discover its own resources.

NEW  INFLUENCES:
Now, I am going to tell you about what in the course of 1990s influenced our model of early intervention and what changes and trends were most important in shaping its present form. For us in Eastern and Central Europe they were trends coming from Western Europe and USA that gave rise to present forms of early intervention and also turbulent social changes after the collapse of the Iron curtain and democratisation of our society. 

It is generally believed that in Europe and USA, providing comprehensive services of early intervention started at the end of 1960s and their beginnings were influenced especially by some scientific and social aspects:

a) theory of imprinting, which stressed the importance of early stage of life in forming the personality and abilities of the child and calls it the period of neurophysical growth

b) findings about the communication interaction between the mother (parent) and child. Originally, the child was attributed rather a passive role. The results of observations and research revealed high responsiveness of the child immediately after birth. Therefore, the „basic - intuitive parent behaviour“ has greater influence on the development of communication and relationships between the child and parents. 

c) revolutionary for early intervention were new findings on the importance of stimulation at an early age. It was found that children have big compensation abilities and they gave rise to new methods of child development support

d) disabled rights movement, especially parents movements in the 70s accelerated the changes in the concept of social work and education. Until then, the space for development of new services was limited by medical approach. (By the way, this trend has not yet appeared in our country).

 What did it all mean for early intervention in the Czech Republic? What influence did it have in our situation, whose grounds my colleague Jana Vachulova had described? Specifically, for us - just starting early intervention workers - it meant learning to work with a new approach to families and to each other. Looking back, I can see several changes that had influence over our work: 

a) We discovered that if we were to help the child, we had to help the whole family. First for homevisitors and then for other members of team this view meant a big change - the change of the client!  As teachers, physiotherapists, psychologists... we were used to immediately examine and „correct“ the child and we were eager to apply all the methods and therapies that we knew. In the new approach, we were learning to work with the family as a system, listen to the needs of the family, understand its potentials - each time different, each time unique. And so we came to conclusion that the client of our programme is the family.

b) We even had to learn to respect the parents not only as clients but as our partners and experts! This in fact meant the change of the professional role - we were learning to move away from the all-knowing expert with responsibility for clients to attentive, understanding, and tolerant partners. We learnt to provide objective information as well as advice, but also use the internal resources, traditions and strengths of the family. So as not to forget this, we defined or main goal: „responsible and self-confident parents“

c) A very useful discovery for us was the systemic therapy and its application in social work. This approach taught us to distinguish between social control and social help. In my opinion, it was a big relief not only for us but mainly for the parents. We learnt to observe the rule that we are here to offer and provide help to parents, which they can but do not have to accept. And conversely, that we are not competent to say what is best for them and their children and insist on „homework“ within our training programmes and evaluate families according to their fulfilment. It meant a real change and keeping the non-expert approach. It was difficult - because we were brought up in the atmosphere of ultimate respect for experts! But there was an advantage for the poor professionals too - the systemic approach helped to clarify boundaries for professionals in helping profession. We learnt to keep the boundaries and not feel guilty about it. While originally the enthusiastic volunteers were ready to do the shopping for the parents and decide for them what furniture to buy, we now have learnt how to effectively use our potentials, to say what we offer and which services we are able and willing to provide. I wonder if you could tell me if it was difficult for you, dear colleagues, to learn to finish your work at a certain hour and then just relax. Well, it was difficult for us - we started by not giving the clients our home telephone number. Actually, Jana - here - still does that.  

d) But there was another challenge and change on our way - team work. As you know, team work does not mean that someone else will do part of my work instead of me or give me information that I do not have. The change is mainly in distributing or rather sharing responsibilities. At first, it is not easy to give up some responsibilities or start to share them. As travelling homevisitors for blind children we were used to working very independently. Everybody was an expert in „his“ or „her“ family. What made us change habits of solitary workers who gathered once a week in the Centre?  I think it was the number of new methods, therapies and new possibilities coming to us from our western colleagues. Possibilities for study visits and training at the Perkins School for the Blind, RNIB, Theofaan International showed us that we are simply not able to learn everything and we had to share individual areas of study - and that resulted in creating a team and different responsibilities. But I must not forget other - maybe even more important - teachers of team work. They were the children with multiple disabilities. We had to quickly respond to the fact that after the end of segregation policy, many parents decided not to place their child into an institution and they contacted us. In these families, our knowledge of teaching blind children was not enough and we had to start to co-operate with other people - doctors, physiotherapists, occupational therapists, we had to advice each other. Simple didactic approaches and requirements for performance were not useful here. Even work with families had to be different with regards to the children’s future. In this way, a team was created and we had to learn how to co-operate more and in a better way.

It is only now that I realise another symbolism of the title of our model - „Guidance“ . It developed on our way - from the volunteer through the strict expert on child, through the expert on families to the present-time guide.

3. Three programmes of the model “Guidance”
But to move away from purely theoretical level, I will briefly mention the content of the model „Guidance“. It consists of three basic programmes, which however are not separated in practice and they interweave through all our work and influence each other: 

It is programme Family Support, Child Support and Society Awareness:

Family support programme means helping parents in their responsibility but also in their independence when bringing up their children. The aim of this programme is to provide parents with such amount of information that will help them be partners to experts and be able to express their needs. It usually starts with early offer of help and helps to accept the child and maintain or establish contacts with the community. It is effective only if it respects the social and cultural context of the family and its traditions. 

It therefore includes methods of crisis intervention, elements of family therapy, various ways of informing and support to family members, social-legal advise, exchange of information and facilitating mutual support of families and parent groups. 

The programme of child support is a package of methodology and therapies focusing on identification, prevention and minimising the consequences of disability. Using these methods (through parents or therapists) we try to minimise existing or possible developmental retardation and increase the attainable level of child’s abilities. The schedule and plan of interventions (vision stimulation, physiotherapy, speech therapy, occupational therapy...) are based on knowing and respecting the family. 

The programme of influencing the awareness in society (various educational and informational events) is based on the knowledge that the practise of early intervention services depends on social and cultural environment in which they are provided. Only if the whole society becomes the target group of preventive and education programmes, we can expect that it will be tolerant and ready for social integration of people with disabilities. 

The programme includes lectures and seminars, publishing brochures, interdisciplinary co-operation, publishing and appearing in media, educational programmes, legislative initiatives...

4. Standardisation of early intervention in the Czech Republic

In the last two years, our organisation has been taking part in creating new conception of social services in the Czech Republic, of course in particular on creating standards of early intervention. Allow me to share the results of this work with you so that you can see for yourselves if we chose the most important things from the international movement for early intervention. We chose a very short and general part, but we believe that it is essential. It is the chapter „Principles of Early Intervention“ - which we  consider to be a kind of ethical codex for early intervention providers and/or indicator of quality of provided service:

Principle of dignity

- Respect the individuality of the child as well as the cultural, social, and educational particularities of every family

- Deal with the client according to the principles of partnership at all times

- The rooms for centre-based programmes should be equipped and furnished in such a way that does not offend or degrade clients

- The files on clients are kept with respect to their dignity

Principle of respecting the client’s privacy

- During consultations in client’s home, the early intervention consultant can enter only those places where he/she is invited

- All information regarding the client is provided only with his/her consent

- All files on clients are treated as confidential

Principle of delegation of powers

- The consultant respects the client’s right to qualified and objective information in the amount which he/she requires and the right and responsibility of the client to make decisions about him/herself. 

- In planning and evaluating the programme of early intervention services, the parents are members of the interdisciplinary team

- Early intervention services promote legal awareness of families and togetherness in client groups

Principle of independence
- Early intervention services encourage ability of parents and children to seek and use their own resources and abilities to handle the situation which they face

- The services are provided to the client in such a way so that they do not make the family dependant on any educational institution or foster institution, from which early intervention services must be separated in their contents, finance and personnel. 

Principle of the right to choose
- The client can decide to accept or to refuse the services offered to him/her.

- Early intervention services are framed based on joint decisions on selection of services and on the drawing up of the individual plan

Principle of team approach and all-inclusive character of services

- Co-operation of external and internal members in an interdisciplinary team and their sharing information between one another result in qualitative, time and financial advantages for the client and society

- The client is invited to attend the decisive negotiations

Principle of natural surroundings

- Most services offered to the clients are provided in child’s natural surroundings, i.e. in the family.

- Early Intervention services use such methods which support natural surroundings in the family and community of the child, and they use the „special needs“ focus only where this is absolutely necessary.

- The consultant makes appointments with the family in the way that respects the regular routine and times in the family.

Principle of continuity of care

- Before the early intervention care is ended, the client is informed about the follow-up services and is offered that these services are arranged for him/her 

· Early intervention services support social integration of the child and his/her family in the community and region

------------------------------------------------------------------------------

Roots

· a lot of personal enthusiasm and effort of homevisitors

· traditionally high professional competence, focusing however only on blind children, not on children with multiple disabilities or family as a whole

· stricken family without any competences

· trust and openness of families towards experts

· family is closed towards the community

· traditional model of family, important role of grandmothers

· strong relationship between the family and home visitor

· non-existence of the team (in the true sense of the word)

Principles of Early Intervention
· Principle of dignity

· Principle of respecting the client’s privacy

· Principle of delegation of powers

· Principle of independence

· Principle of the right to choose

· Principle of team approach and all-inclusive character of services

· Principle of natural surroundings

· Principle of continuity of care

 New influences

Generally:

· theory of imprinting

· communication interaction between the mother (parent) and child 

· importance of stimulation at an early age. 

· disabled rights movement, especially parents movements 

In the Czech Republic:

· client is the family

· respect to the parents 

· systemic therapy 

· team work

„Guidance“ - our way from the volunteer through the strict expert on child, through the expert on families to the present-time guide.

Three programmes of the model “Guidance”
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