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13th session to the Committee on the Rights of Persons with Disabilities – General Comment on Article 19 
Submission by GRIP vzw
Who is GRIP?
GRIP (Gelijke Rechten voor Iedere Persoon met een handicap - Equal Rights for Every Person with a Disability) is a Flemish civil rights organization for persons with disabilities. We previously submitted “Human Rights and Persons with Disabilities, Shadow report Flanders (Belgium) 2011” and several submissions concerning the implementation of the CRPD in the Flanders region of Belgium. 

In the current submission we present a brief update of information, remarks and questions concerning the implementation of art. 19.
For information please contact: 
Katrijn Ruts

GRIP vzw, Koningsstraat 136 – 1000 Brussel [new address from the 1st May:  Vooruitgangsstraat 323, 1030 Brussel]

(0032 2) 214 27 60  / katrijn@gripvzw.be
A. Executive summary

In Belgium, people with a disability are mostly referred to segregated settings. They find many barriers that limit full participation. As yet, there is no coordinated plan from the government to change this situation. Because the right to assistance is not guaranteed and because of the endless waiting lists, individual efforts from different ministerial departments will become worthless and will not implement other human rights, such as the right to education, a regular job, an income. No perspectives, no deadlines nor adequate budgets’ provisions are taken in consideration to realize this.  

The need to implement art. 19 is huge. Nevertheless, observing the policy of the Flemish minister of welfare we notice that the implementation of art. 19 of the CRPD raises many questions. To prevent wrong interpretations of art. 19, we are in great demand for more guidance from the Committee on the Rights of Persons with Disabilities for the realisation of the right to live independently and participate in society. This includes guidance on the influence and relation with other articles such as art 12, 28 and article 3 on the general principles of the convention.
B. Questions concerning the implementation of art. 19.
I. Concerning the terminology 
The CRPD uses concepts that can be interpreted differently because of differences in culture, political and social reality, language context, history,… of a country. It is very important to be clear on the meaning of these concepts. 

We notice the need for clarification of the following concepts: deinstitutionalization, institute, services, personal assistance services, residential, living independently in the community, participation in society, inclusion, integration, segregation, isolation, exclusion, supported decision making, community based services. 

In annex III we present some possible misinterpretations.
< Can the UN-Committee define the key concepts of art. 19 and make guidelines for using these definitions in laws to avoid misinterpretation? 

II. Concerning the relation between the general principles and art. 19

Art. 3 is about the principles that apply to the CRPD in general  and should be taken into account while implementing the different articles, including art.19. There is no clearness about this and about its impact.
a. About personal autonomy
< Can the UN Committee make a guideline about the right to live independently from service providers (organizations)? 

< Can the UN Committee stress the importance of the right not to depend on family, friends and volunteers for structural support? 

We observe that when budget goes directly from the government to the service providers, it is making  people more dependent from the providers. Experiences with direct payment (to the person) and personal budgets show that he or she who receives a budget also has control on how it is spent. Personal autonomy is stronger when the person can deal with his or her own personal budget. 

< Can the UN-Committee provide a guideline about the right to direct payment? This means the possibility of the person with a disability to receive and spend his or her budget for his or her support instead of the service provider? 

Article 19b says explicitly that persons with a disability have the right to access personal assistance. This is very important because of the choice and control of the individual regarding the content of his or her assistance.

< Which general principles or conditions of the support can the UN Committee provide to ensure personal autonomy, choice and control regarding their support, also when given by service providers? 

< Does a person have the right to decide for him- or herself who gives the assistance or support, where, when, for what tasks and in what way? 
<Can the UN-Committee set a guideline about strengthening the labour market of personal assistance  in order to get more and better personal assistants (independent from service providers) on the supports market?
< Can the UN-Committee provide guidelines so that people choosing personal assistance or direct payments receive the same budget as those living in institutions financed directly by the government? 
< Which guidelines can the UN-Committee provide that monitor the independence from the person towards the service providers and towards the social network, and that can objectify progressive realization on this topic? Can the UN-Committee design a toolkit for this?
b. About non-discrimination: 
< Can the UN-Committee provide a clear guideline about the equal rights of people with a disability, independently from the severeness of the disability, the type of impairment, age, residence within a country or region, presence or strength of the personal social network, etc? 

< Can it be tolerated that a country can’t offer in any way clearness to a person in need of support about the time within the support or personal budget will be provided?  

< Can the UN-Committee develop a guideline on the concept of a reasonable waiting time, taking into the account the urgency of the personal need of support? 

< Does the UN-Committee think it is necessary to adapt legislation and screen new laws on this topic? 
III. Concerning ‘who is leading in the supports market?  
The implementation of art. 19b implies a vast reform of the ‘market of support and assistance’. This market is historically dominated by large collective service providers. Often policy is made to their interests and by lobbying they make sure their functioning is guaranteed. This is blocking the choice and control of people with a disability and the appearance and flourishing of lots of alternative sources of support and assistance. 

< Are the countries expected to create healthy competition and breaking monopolies of the large collective service providers 

< Should commercial organizations also be accepted on the supports market, if they provide certain quality conditions? 

< The quality conditions are now made on the basis of the large segregated disability service providers. They are set on the reality of one professional caring for a group of people. Person centered work is very difficult in that way, so is supporting independent living and giving control to the user.   

< How does the UN- Committee want the measures for good quality of support getting embedded into the goal of independent living? What is the vision and guideline of the Committee on a qualitative support and assistance? 
IV. Concerning assistance by progressive realization versus a social right 

a. Progressive realization 

Governments may spend each year more money on welfare but there is a need to have parameters and data to objectify whether they invest enough. Is their policy following the growing needs in society? Is it making the situation better? These questions are also linked to the question if in a country there is a progressive realization on art 19b or not. 

< Is it tolerated that a country regresses on the rights in art.19? Can the UN-Committee make a guideline about how to assess a regression? 

< Can the UN-Committee impose an instrument to measure the realization of the rights of art. 19? 
< Is the assessment of the efforts and progressive realization independent from the economic situation of the country? 

< Which guidelines can the Committee set to compare economic efforts to implement art. 19 with the financial possibilities of the country? 
< Can the right to assistance be seen, on a macro level, as comparable to the right to reasonable accommodation on a meso level? So there can be an assessment about if a state can reasonably provide the resources to ensure the needed assistance and support to an individual?

b. The right to assistance as a legally defined social right 

There is no legally defined nor legally guaranteed right to personal assistance for persons with a disability in Belgium.  

< Which guidelines can the Committee impose to the countries about adapting legislation to define and guarantee legally the right to personal assistance?  
c.The relation between progressive realization of the right to assistance and the statute as a legally defined social right 

< Can the Committee set up a guideline that forces the states to present a plan on how to work on progressive realization AND on guarantee legally the right on personal assistance and support? A plan with a time frame, measures to free and reallocate budgets and providing extra budgets, ending up in a legally and financially guaranteed right on assistance and support? 

V. Concerning the relation between art. 12 and art. 19

The importance of art. 12 in relation to art. 19 is that every person with a disability should have access to the same support resources and the same choice and control over them. For every person it is important to make his or her own choices, about life and support. Some people might need extra assistance and coaching to do this. To realize the concept of supported decision making governments should pay extra attention to provide independent support to strengthen personal autonomy, also regarding choices on support, management of the personal budget and in the relationship with (more powerful) service providers. If not, they keep on depending on institutions. 

< Can a government beforehand exclude people with a disability from the access to direct payments, with arguments about type of disability, lack of social network, juridical statute,… ? 

< Can the UN-Committee provide a guideline about ensuring the needed independent support to make choices about personal budget and independent living in general? 

< Can the UN-Committee provide a guideline about the access to enough independent support to make choices, including choices about support and the management and spending of a personal budget?

< Which guidelines can the UN-Committee provide about the financial investment in overhead costs of collective service providers compared to the financial investment in independent support to individuals to make choices about independent living and the support needed for that? 
VI. Concerning the relation between article 28 and article 19

The right to a decent income relates to the level of social protection. This is also linked to the access people with a disability have to financial resources for support, the access to affordable and accessible housing, on the public and the private housing market. People now see themselves forced to take away part of their income to be able to pay support costs. Even when they have access to services, they need to spend part of their own cash. The higher this part and the higher the supports needs, the lower the remaining income. 

< Can the UN-Committee make a guideline that guarantees that the right to support is not inferred by the income of the person? 

< Can the UN-Committee set out a guideline about the need to provide reliable data that shows how many persons with a disability are carrying the cost for their support by themselves? 

< Are the rights of art. 19 only applying to the access to support or does it state also about the level a state should finance that support rather than the person itself? 

< Can the UN-Committee provide a guideline about taking into account extra costs for housing because of disability when making policies about decent income? 

< Can the UN-Committee provide a guideline about data that show which percentage of the income of persons with a disability is spent on housing? 

VII. Concerning housing

Living in the community supposes access to an affordable and accessible house. Both in terms of affordability and in terms of accessibility there are barriers for people with a disability. In addition persons with disabilities have lower incomes and they face discrimination on the housing market.

< Which guidelines can the UN-Committee provide about enlarging the availability of accessible and affordable houses, both on the social and the private market? 

< Which guidelines can the UN-Committee provide about the accessibility of public housing? 

< Which guidelines does the UN-Committees want to provide in order to guarantee enough public housing alternatives, in relation to the economic situation of the country? 

Due to the lack of affordable and accessible houses, the special needs of many people with a disability, lower incomes and sometimes higher housing expenses because of special needs, people get indirectly discriminated. 

< Does the UN Committee share this analysis about indirect discrimination? Can it set guidelines to take away this inequality?  

C. ANNEXES

Annex I. Situation of the rights in article 19 in the Flanders region.
In Flanders 16.000 persons with a disability live in segregation, isolation or integrated instead of full inclusion and without equal opportunities to participate fully and have the same choice and control over their lives. 
They live their life with people they usually don’t choose themselves and spend their days and nights in institutions, day care centers, small collectively organized housing. They depend for their outdoor participation on the goodwill of a service provider, their family or volunteers. 

Institutionalization will continue to exist as a result of the planned reforms by our government. Institutions and infrastructure are highly supported financially. The Flemish government invests less in support for those choosing to live inclusively in mainstream society, in regular housing, regular jobs, and with their own personal assistants. 

Not only that, those who live in their own house are forced to live a institutionalized way of live: they also depend highly on regular and community based but very inflexible and collectively-driven service providers or on their family, friends and volunteers. 

The right to assistance is not legally guaranteed so thousands of people wait endlessly for assistance, although they are motivated to participate and contribute to society. This is an unfair treatment compared to for example the right on education and health, which are legally protected.  

Even in the government’s policy on the plan ‘perspectief 2020’ that should overcome this lack of adequate support, there is no time perspective in when a person entitled to assistance will receive it.
Adequate accessible and affordable housing are not provided and are a barrier for deinstitutionalization. This leads to new institutionalization of young adults in large or small institutions and making it very difficult for institutionalized people to return to society. 
Persons with a disability are still deprived in the area of income. Their available income is lower than the average income of the population, and they are overrepresented in the group of people in poverty. So they have more difficulties than average to find an affordable house to live in. 
Moreover in Belgium there is a huge lack of houses in a lower price range. This applies to the rental and buying market as well as to the private and public housing market.  

Belgium has a far lower amount of social housing than countries with a comparable  wealth. This leads to long (5 years) waiting list for social rental and buying properties.  

There is also a big problem regarding the non-accessibility of the housing market. Adapted building is in its infancy and there is no plan that works on a structural and sufficiently expansion of the amount of accessible or adaptable houses. 

There is also discrimination on the rental market and people with a disability are being discriminated in two ways: on the base of their disability and on the base of the source of income. This is the case when the income is heavily based on a allowances form the government. 

There is no coordinated plan for deinstitutionalization in Flanders, no coordinated plan to provide a right on assistance for every person with a disability, no coordinated plan to give an answer to the numerous barriers people with disability fight with to participate fully in normal society, no coordinated plan to implement successfully art.19.
Annex II. Some remarks on the implementation of art. 19 in the Flanders region.

In Flanders the minister of welfare promises that the situation will change with the reforms of his plan ‘perspectief 2020’ and the new decree ‘persoonsvolgende financiering (PVF)’. This is promoted as if it would guarantee people with the highest supports needs to access to support. Nevertheless it is obvious this plan will fail and won’t change the lack of the right on assistance in Flanders nor preventing or changing the institutionalization of people. The plan only promises a guarantee to care on the long term for persons with the biggest need to support. This is not enough. The plan doesn't provide enough financial budget to implement this, and it sets out a system of prioritization while a huge number of people will stay without support. 
The reforms put even more emphasis on the importance of volunteer and for free support given by the personal social network of the individual. This is an austerity policy rather than an emancipatory policy. The government does not accept the responsibility to implement the right on assistance.  

The prioritization system is focused on selecting the people without a social network. You only get support when you and your network are totally broken down. This is an emergency policy, not an inclusion policy. This is all getting worse since there is no political engagement to free enough budget on welfare.

Finances are also divided in the wrong way. The government invests more money for people in institutions than for people organizing their own assistance. This is not stimulating the deinstitutionalization. Instead alternatives that make participation in society possible, should be stimulated.  

Money from the community is still being used to fill new collective institutions, and this remains priority number 1 in the allocation of new budgets for welfare, disadvantaging the budgets for personal assistance. 

Data from the government show a stagnation in the growth of the waiting list for service providers, while the waiting list for personal assistance budgets is growing!
 Until today there is neither a plan nor a decision from the government to solve this. From this year on the reforms into the new system PVF will even hide statistically this problematic situation of people in demand of a PAB. 

A special remark has to be made about the lack of support for families and children within their families. This counts for support on how to face life with a disability, and for personal assistance for daily activities. The lack of support is stimulating the segregation of children from an early age, and facilitating their integration in special education, and even in institutionalized group homes.   

There is no coordinated plan for deinstitutionalization in Flanders, no coordinated plan to provide a right to assistance for every person with a disability, no coordinated plan to give an answer to the numerous barriers people with a disability fight with to participate fully in normal society, no coordinated plan to implement successfully art. 19.
Annex III. Possible misinterpretations of key concepts. Questions on clarity

What is the vision of the UN-Committee on the concept of ‘deinstitutionalization’? Does the committee use a narrow interpretation for example ‘large scale institutions should close down’? Or is it better to spread a broad interpretation taking into account also the independence of the person with respect to support organizations? Regarding this broader meaning we want to stress a situation of ‘institutionalization’ can also occur in your own home in society but with dependence on the in-home services when they don’t come when you need them, or there are no supports organizations for outdoor activities, preventing you to participate equally in society. 

How to define an ‘institute’? Is this defined by size? Small-scale group homes where 4 or 10 people with a disability live together, can they be regarded as an institute? 

In Belgium ‘services’ is easily defined or interpreted as collective organizations, service providers. However, we think that in the context of the UN-Convention it is better defined as ‘support’, so not referring to a particular kind of source of this support (such as a service provider). 

In relation to this, it is important to define terminology from the concluding observations for example the concept ‘personal assistance services’: in Belgium service providers are trying to overrule the success of the Personal Assistance Budget (PAB), using the same words without offering the same choice and control. The words ‘personal assistance services’ can be easily misunderstood as a guideline to develop more service providers offering ‘personal assistance’ but not offering the same choice and control as the Personal Assistance Budget. So it would be helpful to define this concept as ‘support offered by personal assistance’ instead of ‘service providers offering personal assistance’. 

The word ‘residential’ in art.19b. is interpreted in Belgium as residential segregated settings: homes for people with a disability, bigger or smaller group homes where people with a disability live together. Is correct? Or is article 19b ‘a range of in-home, residential and other community services…’  rather referring to the opposite: ‘support given in the home of the person, where the person lives, or participates, included in society and not segregated with other people with a disability’?    

There is a lot of confusion about the concepts ‘inclusion’, ‘integration’ and ‘segregation’. We observe a lot of situations of integration or segregation, that are seen as ‘inclusion’: Settings and programmes created especially for people with a disability where they live together, work together, practice sports together, etc. instead of assuring access and equal participation in regular society. Parallel to this the concept ‘participation in society’ is too easily seen as ‘allowing people to be present’. It would be helpful to stress it is about equal participation or full participation. And define ‘inclusion’, ‘integration’, segregation’ and indicate the difference between them.  
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