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Summary:

Visually impaired children who also suffer from severe mental retardations that go along with epilepsy, cerebral palsy  or genetic disorders need highly specialized treatment to help them cope with these conditions. Most treatments are designed for children without sight problems and thus are not appropriate for the visually impaired.

The early intervention program of the Blindeninstitutsstiftung Wuerzburg for children up to the age of seven takes effect at the childrens' homes in weekly intervals and aims to improve their visual as well as motor, cognitive, emotional and social development.

An interdisciplinary and systemic approach is invaluable for diagnosis and for an individually tailored intervention. Moreover, if all criteria can be taken into account, there is a greater chance that the parents will be able to transform our proposals into daily life.

1. A SYSTEMIC APPROACH TO EARLY INTERVENTION

1.1. Efficient Intervention Is The Result Of  A Communication Process 

In our opinion, the early intervention process  can be understood as a communication process between several participants: The child, the parents, the counsellor and the early intervention specialist.

In addition,  we also co-operate with therapeutical or medical services and kindergarden teams.

Our task is to bring their different approaches, insights, knowledge and needs together to get and keep the process „rolling“ - thus aiming to ensure an optimum service for child and family. I would like to describe communication between the different members in the metaphor of a wheel. The spokes of the wheel connect and mediate between child, parents, early intervention specialist and counsellor  in the early intervention process. (Refer to sheet.)  

Lets go through it together - and I hope I can give you a rough idea of our concept  of  the work with severely handicapped children with low vision within 15 minutes...

1.2. Organizational framework

The Blindeninstitutsstiftung Wuerzburg runs Early Intervention teams  in six cities in Bavaria and one in Thuringia. About 80 specialists provide a mobile service for 550 families with children with multiple handicaps and defined visual impairments, from the time of birth up to 7 years. In our Nuernberg team, we care for about 70 families in weekly intervals, and do up to 100 orthoptic consultations in the parents homes  per year in addition.

Treatment expenses are covered by Social Welfare.

Our team consists of seven specially trained early intervention specialists, one orthoptic specialist and two counsellors: an educational specialist for the handicapped and a psychologist.

2. THE CHILDS PART

Lets start with the childs possible needs .

2.1. Diagnoses

The children we see are visually impaired as well as multiply handicapped because of

- genetic disorders, such as the Aicardi-Syndrome, Charge-Syndrome, etc.

- brain damage due to perinatal asphyxia, a prenatal Cytomegaly Infection, severe epilepsy, porencephaly, hydrocephalus

- metabolic disorders

- cerebral palsy

- hearing disorders,  just to name a few.

2.2. Effects of profound multiple handicaps for the child 

For the children, multiple handicaps mean

- that they suffer frequently and severely from health problems, such as breathing problems and pneumonia. Some children also have feeding problems, sometimes necessitating tubal feeding. These problems in turn may cause other disorders.

- many of them suffer from heavy seizures and are affected by the side affects of medication

- they are very restricted in gross motor movement and grasping

- that speech and communication problems are very common: Some utter just a few sounds, cannot signal needs and have an inappropriate mimic.

2.3. Guideline: Every child is the motor of his/her own development.

We should try hard to understand those children in their attempts for action, communication and self-initiated experience, and encourage the autonomous development and "empowerment" of the child.

Parents, counsellor and early intervention specialist have to observe the child carefully during the sessions in order to recognize  these attempts and, moreover, to facilitate the child's actions and possible intentions.

Parents and  early intervention specialist must therefore communicate to achieve a mutual interpretation of the child's communicative efforts in order to raise their understanding for the child's signals, which may be weak, inconsistent and not easy to "read". E.g., if the child has poor mimic abilities.

The children will communicate to us what they want for their advancement and progress. Children communicate to us through their verbal and nonverbal behavior, their emotional state and sometimes only via a change in the body tonus or in breathing. They tell the early intervention specialist and  the parents whether our intervention is appropriate for their development. Also, the mere prevention of  behavioral problems such as autoagression may be a signal that we understand and further the child in his/her own way.

In early intervention, the visually impaired child should be seen as an active participant, not as a mere recipient of stimulation.

2.4.  Combination of different modalities and self-induced experience

For an overall development of the child, we should encourage a combination of somatic and visual experience. The child must get help to to deal with these different modalities and attach a personal meaning to these sensations and actions.

To achieve this, we use a variety of tools to allow the child to experience all his/her senses: posture sense, somatic, tactile, olfactoric, sound sensations - without overstimulating the child, according to the principles of Sensory Integration (Jean Ayres). We encourage body experience, the build-up of a body scheme and orientation, e.g. in the Little Room (Lilly Nielsen).

The children are often rather passive due to their restricted physical or mental abilities. It is vital for these children to experience self-induced activities in order to develop a basic self-concept.

On a neurological level, the autonomous efforts of the child result in different learning experiences than an exposure to stimulation alone. Therefore, it is very important to create opportunities for self-induced action as often as possible:  to enable the child to experience the excitement of perceiving his/her actions as own achievements.

3. THE PARENTS PART

3.1. Challenges for families with a visually impaired multiply handicapped child

For the parents,  the birth of a multiply handicapped child may mean

- that their daily life is packed with an enormous amount of difficulties related to food, sleep, breathing, often without the prospects of improvement

- that they are concerned about the survival and the life perspective of their child

- that they may feel incompetent as parents, and their intuitive competencies, as described by Papousek & Papousek (1987), cannot unfold or get blocked

- that problems may arise within the family system, e.g. with siblings, grandparents or particularly in the partner relationship

- that they are worried about future children - will they also have the same disorder?

- that  they suffer from psychological and physical exhaustion or severe psychological disorders such as depression

3.2. Grieving Process

Parents with a visually and multiply impaired child go through a grieving process. They experience denial about the impairment, anxiety, sorrow and depression, as well as feelings of guilt and anger . They have to let go the wishes and dreams about having a non-impaired child and come to live with reality.

In the early stages of the grieving process, when parents cannot yet realize the child's impairment to its full extent they may even find it difficult to accept special visual care for their child. They sometimes prefer age-related „normal“ play proposals over the use of special visual devices. Moreover, the mere impact of  health problems related to multiple handicaps sometimes makes parents (and even medical service providers!) reluctant to see the importance of low vision treatment.

In the stage of anxiety, on the other hand, parents may feel that they have not  done enough  for their child and exert enormous  pressure on the child or the early intervention specialist. Also the parents may subconciously feel angry about service providers like the early intervention specialist, because they cannot heal their child.

So the counsellor and early intervention specialist should be able to identify the different stages of the parents' grieving process. Simply by recognizing and accepting these often unwanted feelings, they may help the parents to accept them as normal psychological reactions during the grieving process.

In this way, communication problems between parents and early intervention specialist may be prevented or minimized.

3.3. The development of the childs unfolds in the social relationship with his/her parents.

In literature, it is discussed why mothers of disabled children seem to be less "fine-tuned" or use a more "directive" interaction style than mothers of healthy ones (PINE 1992).

My opinion is, that these delicate interaction circles between parent and child, as described  in the concept of intuitive parenting (PAPOUSEK & PAPOUSEK 1987, 1996), very easily get blocked with visually impaired or blind children. Neither parent nor child can correspond to each other in a gratifying and satisfying way. The parent is looking and smiling at the child, talking to him or her, but gets no "sufficient" answer like a smile in return, babbling and hardly an exchange of glances. Sometimes, these answers come too late or are undistinct. With many of our  severely handicapped children imitation is not possible, so it is difficult to establish little communication episodes between child and parent, which are regarded as essential for the deepening of the parent-child relationship.

Therefore, parents and children may get frustration from interaction instead of satisfaction, further limiting these interactions instead of developing a wider range of interaction repertoire between them. The visual impairment of the child thus aggravates communication problems.

The early intervention specialist as well as the counsellor can help parents  by pointing out that poor communication is not their or their childs fault, but is due to the fact that the child receives no visual clues about their intentions and  behavior. We also offer parent-toddler-groups where we facilitate sharing of these experiences with other parents of visual impaired children, along with psychological-educational sessions about communication challenges. 

Parents as well as children with low vision and multiple impairments need help to establish clear communication codes between them - and it is much harder to do so by tactile or verbal clues alone!

4. THE COUNSELLORS PART

4.1.  Diagnostic Planning,  Assessment and Coordination

With these complex background conditions, how can we foster the development of the visually impaired children in their family environment?

We start with a differential diagnostic process trying to gain a full picture of the child's health status, neurological problems, visual abilities, developmental level and  family situation. The counsellor uses appropriate diagnostic methods for the assessment  of the childs' developmental level.  This is completed with an evaluation of all available medical reports.

These reports are updated by the early intervention specialist by continual behavior assessment of the child in the play sessions. Counsellor, early intervention specialist and parents can discuss the video-recorded sessions together.

(If we see the need for further investigation, we can advise the parents to contact a specialist within our institution or another ophtalmologist, who specializes on multiply handicapped children.)

In the process of recording data about the child, the counsellor acts as mediator between different communication partners. The counsellor also explains different reports  to the parents and the early intervention specialist. She or he help to answer: What do all these different reports and observations mean? How can we understand inconsistent information? How can this information be incorporated into an efficient and interesting form of intervention for the child?

4. 2. Intervention Planning, Evaluation and Quality Control

According to the diagnostic outcome, the counsellor and the early intervention specialist try to tailor the intervention plan specifically to the needs and abilities of  each child. The intervention plan gets adjusted, when the child is progressing or regressing  in certain areas or when parents and early intervention specialist set up other priorities. Therefore, a continual assessment of the developmental and visual capabilities is necessary throughout the early intervention process.

It is the counsellors task to support the early intervention specialist in developing  the intervention plan, in finding short- and longterm aims and to set priorities. Moreover, the counsellor will identify the parents' needs and aims and facilitate communication between early intervention specialist and the parents, especially if there are conflicting and underlying aims.

The counsellor is also involved in the evaluation of the outcome. In sessions with the early intervention specialist, aims and results are highlighted, problems may be specified and new priorities in the early intervention may become necessary. 

The counsellor supervises the early intervention plans, the diagnosis procedures and the child reports that are written regularly for documentation and quality control.

Counsellors need continuous training in communication skills to survive within the complex intervention system. 

4.3.  (Psychological) Counselling for parents

Psychological counselling for the parents of visually impaired multiply handicapped children covers different aspects:

- Parents need successive counselling to understand and accept their child and to cope with stress during the grieving process. 

- The psychologist can help to find solutions for family, relationship and educational problems.

- The psychologist is also trained to detect psychological disorders such as alcohol problems or depression  that may arise or may have existed before and help to find professional treatment. This may re-establish a functioning family system and thus can contribute to the impaired childs safety and development.

5. THE EARLY INTERVENTION SPECIALIST 

5.1. Motivation and fun!

Children who are not free of pain, with so little possibility to discover their bodies and their environment sometimes are very discontented and irritable children. The only way of motivating these children to cooperate in difficult tasks like encoding visual information is with a lot of fun (Strothmann, 1996).

But the parents - in a state of exhaustion and depression - sometimes cannot play anymore. Or they have the impression that their child should train and work instead of having fun. Wishing to force the developmental progress  may be a natural stage of the grieving process.  The early intervention specialist tries to help parents to understand the underlying  motives. She or he also teaches the parents why having fun is essential to the motivational state and  the learning process of the child. The early intervention specialist tries to be role model, so that fun can become an integrative part of the session. 

5.2. Adjustment of the intervention plan to the current needs of child and family

Arriving at the family every week with an intervention plan in mind, the early intervention specialist must nevertheless be flexible to change the aim of the session. It may be necessary to adjust play and visual proposals to the childs acute health and attentional state and, last but not least, to the current problems of the parents. They may need help with a form, with an important decision or with coping with exhaustion or discouragement. 

Moreover, is necessary to adjust to the child's current developmental, attentional and health status and attempt to offer to the child optimum learning condition:

(E.g.The learning process is extremely enhanced, if we allow enough enough time, breaks and repetitions, e.g. when looking at slides. The visual motives have to match the visual capabilities and the developmental  level of the child.  As an important learning condition  it is nessecary to keep the child at a medium level of excitation.)

Early intervention specialists need to be multi-talented: they must know about learning conditions, side effects of the childs medication and about visual development.  They may also need to teach the parents about all these aspects in order to build a base for the intervention. Last but not least, they have to find play proposals that work for the family and the child.

5.3. Connecting vision and daily routines

Whenever possible, we advance from offering mere visual stimulation devices (like stripe or chessboard patterns) to meaningful objects and actions in the child's daily life (Zeschitz 1985).

E.g., the early intervention specialists may propose to the parents to enhance the visual attraction of the child's drinking bottle, in order to connect visual clues to the feeding situation. They suggest that children who are fed with a feeding tube are offered a uniform colour surrounding during successive feeding in order to connect a visual impression to the moment of getting fed and to foster the build-up of an expectation scheme. They will also advise the parents how to add visual attraction to the childs surrounding. E.g. to the child's bed or to a play corner to help the child with mobility and orientation.

The main idea is that the child can start connecting different sensory experiences in repeated daily routines like feeding, going to bed etc. - and find something attractive „to look at“ in his or her daily environment.

Again, the parents are involved, so that they can develop ideas of their own.

5.4. Determining the Concerns, Priorities, and Resources of the Family

To do this, a combination of formal and informal information gathering techniques are used. The early intervention specialist also has to gather information from other professionals, so that the programming for the child will be more coherent and effective. Often, the people providing these other services change; however, the early intervention specialist remains constant over a longer period of time.

5.5. Providing Parents Information, Skills and Services

Parents are provided information, skills and services based on their concerns, resources and priorities. The parents and care-givers should be the focus of the early intervention  specialist's effort to facilitate learning, goal-setting and planning.

6. RESUME

I tried to sketch just a few basics of our approach to early intervention and our attitude towards multiply handicapped children who are visually impaired.   

The early intervention process is a complex communication process between members of different systems: The family system, the medical system and the early intervention team - each with their own organization, rules, communication skills and blind spots.

We should try hard to achieve an effective mutual communication process - in other words: to get the intervention process „going round“ and to join our efforts in order to ensure the optimum conditions for the visually impaired handicapped child.

The early intervention team can work as a motor in this process.

The Social Services hopefully will provide the fuel that is necessary for this demanding task in the future.
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