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Better health, better lives: children and young people

with intellectual disabilities and their families

24-25 March 2010, Belgrade, Serbia

Your Excellency, dear colleagues, ladies and getlemen, 
Some years ago, during a heated discussion with a group of professionals on the roles and responsibilities of different sectors to foster social inclusion,  a colleague from the health system suddenly realised how deep the resistance to change is and said „the child with intellectual disability remains a foreigner in her own country“. 

And that really made us think.  It is true, she remains a foreigner because we are treating her like one. When she is born, we remove her from her mother, so we can diagnose her, assess her level of disability, confirm the „retardation“, we tell her parents that she will never be a normal child,  that she will always need a special care and that she will be better off in an institution. We do not welcome her to our homes, to the community,  but we carefully measure and name all her shortcomings, we label her and decide that she needs specialized care which will take place far from the eyes of her family, community, peers, school.   We have forgotten that the child with an intellectual disability is first and foremost a child,  who has the same rights as any other child – to live in a family environment, to participate in the life of the community..We have forgotten that our primary responsibility is to support parents in caring for and bringing up the child to reach its full potential. 

And we have also realized that this practice continues inspite the fact that all relevant international treaties, national laws and strategies – are, at least in words, upholding the principles of human rights, child rights, equal opportunites, etc. 
It seems that the critical question is how do we translate these principles into practice? What kind of transformations are needed in our minds, in our policies and practices to ensure equal opportunities, dignity and social integration?  
1. We need to expand  the operational model  of „rehabilitation“ so that it can acheive its ultimate goal of social inclusion. This would require that different sectors and professionals with different expertise work  shoulder-to-shoulder in designing and carrying out an individual plan of support that is in the best interest of the child. Inclusive education and child care and protection services at the community level are  essential allies of the health system in  the pursual of the social inclusion goal.  Professionals, when working collaboratively towards empowering parents and the child, can also become powerful agents of change.  They can challenge deeply rooted prejudice and stigma leading to discrimination of people with intelectual disabilities and they can model the behaviours needed to foster equal opportunity and social inclusion. 

2. We need to reach consensus, that not only  the design of responses to the needs of the child with disabilities will be based on child rights, but that this perspective will serve as the benchmark for adjustments to services and provisions in  every sector of public policy. In practical terms, as a first step, we need to agree to use a common methodological framework for assessment that takes us beyond defining the lack of abilities and levels of impairements or cognitive difficulties.  In other words, we need to go beyond the „medical diagnosis“ and  decide to focus on the whole child.  Only then will we be open to assessing the intensity and types of support required to develop all the capabilities and potentials of the child – which lead to social inclusion and independent life. By using the intensity of required support as a basis for planning a tailored response to each individual child we will have a clear road-map for adjusting  different services and benefits into a continuum of support. The tailoring of response to each individual child will also require re-visiting  the set of eligibility criteria for cash benefits, to support the development of a child’s learning capacities,  communication and life skills.  A good number of supportive measures will be directed towards the child’s family as the crucial environment for child care and early socialization.  It sounds like a fairly straight-forward task.  And it is, once we have shifted the mind from a single sector-based assessment to a common framework, from designing the response based on diagnosis of „intellectual disability“ to  a design based on the whole child who is the subject of rights.

3. And what about the specific role of the health system in ensuring better health and better lives? Intellectual disability is not a disease, it is not a mental illness, and children with intellectual disability generally do not have specific health problems.  However the health sector is uniquely positioned for ensuring timely and adequate response at different times and different levels. It has a role in preventing disabilities through regular prenatal care; it has an essential role in encouraging and supporting parents, especially mothers when the new born shows signs of potential or actual intellectual disabilities; it has a unique opportunity to prevent child abandonment and institutionalization; and it is positioned on the front-line of combating stigma and discrimination and as such can model respect for the rights of each child to development and social inclusion. In addition, early interventions are also to a great extent dependent on health services. This is the crucial moment to start working “hand-in-hand” with professionals from other disciplines employed within the health service or in other sectors. This is the moment for a holistic assessment of the child’s needs and for the design of complementary measures of support for the family to ensure the care and development of the child within her family and community. 
There are of course many more challenges on the road to acheiving the best outcomes for children with intellectual disabilities and their families. They include overcoming the fragmented approach through  regulation and mechanisms for inter-sectoral linkages, including a clear division of labour among the sectors, especially health, edcucation and social protection, and operational guidelines for every sector at every level. They include setting standards for services, up-grading capacites as well as accountabilities of every service provider, of every professional in contact with the child and parents. And they include building  alliances with civil society organizations  and independent human rights bodies to fullfill their multiple roles in providing services, representing clients, monitoring compliance with established standards, and demanding improvements.
Let me conclude by welcoming this WHO –Euro initiative to knock on the doors of health systems to  join forces in creating  a common platform, in articulating a common position, and in commiting to joint action.  The Declaration and the Plan of Action can become powerful instruments for advocacy and action to start treating the child with intellectual disability - not as foreigner, but as a citizen that is at home in every country, in every society.  

Thank you!
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