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From ILG (Individuellt Liv I Gemenskap, “Association for Relatives of Persons with Complex Psychical Disabilities”), which is an organized group of relatives of disabled persons in Sweden. We serve as voluntary, non professional advisors to families with disabled persons, in their dialogues with Authorities, with their Home Communities and with the Legal System. We have assisted in more than 200 “conflicts” between communities and disabled citizens over the last eight years, of which 55 with reference to appeals in legal courts. We live “close to our disabled”, and we therefore know which social orders that will help persons with particularly difficult psychical disabilities and strengthen their capacity, and which will not.
We hereby submit an update to the report we prepared for the Committee and the Swedish authorities in 2011.

Report on how the UN Convention has been implemented to assist psychically disabled in Sweden. Update of the report submitted to the committee in March 2011.
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IV
Why the UN Convention articles 24, 19, 12 - that have not been implemented in Sweden - are so important to psychically disabled 
V
The Supreme Administrative Court, case 5994-11 of September 2012, denied Maria continuous social care by an independent care provider, that offers the pedagogical knowledge and experience needed to assist and help her the way she has been granted by law. If the UN Convention had been implemented in Swedish law as stated and agreed between convention states, then the Court decision would have been different, and in favor of Maria.  

Summary of the update
A yearly increasing number of psychically disabled in Sweden are denied the kind of care they need in order to be able to live their lives as much as possible like others, non-disabled, which is a fundamental goal of the social care for disabled, which is stated nationally, and by convention states. 
They are “forced” into the community care, and thereby lose chances to strengthen their capacities. 

Denials seem to have four reasons. 
One is that Swedish law (LSS) - according to the Supreme Administrative Court - does not authorize disabled to choose or prefer a certain care provider, and that the UN Convention articles 24, 19 and 12 are not implemented and practiced in social care. LSS is a law of rights for disabled, and in the text there is no explicit mentioning of a right to choose a preferred care. UN Convention article 19 authorizes a disabled to choose where and with whom she wants to live, but this article is not implemented or applied in the Swedish social order. 
The second is that authorities do not understand the complexity of psychical disabilities and what it takes to help and assist persons with particularly difficult such disabilities. Authorities - municipal-lities, community officials, legal courts - regard disabled persons as “a group of equals” that can all be helped and assisted by the same social care, the one offered by their home communities, which by law are obliged to provide facilities and assistance to disabled citizens. 
We understand that the ambitions of the national law and of the Convention are that a social care shall (!) reassure and allow for the disabled to improve their chances to “overcome and conquer” their disabilities as much as possible. 

Psychically disabled that are assigned residences at care providers that practice pedagogical methods that assist and help in a more accurate and professionally experienced way, over time show significant progress in coping with day to day life, and show to have been strengthened in their capacities to live with less dependence on every day support. 
Psychically disabled that have been moved by force, against their will, from an independent, pedagogically accurate social care to a more general and standardized community care show a loss of self confidence, loss of “improvements” made in the accurate care, loss of interest and capacity in social interactions with others, and a renewal of dependence of medical care, not just social. Unfortunately there is no organized and fact-based analysis or “follow-up” on the destinies of psychically disabled, of why some make progress due to social care offered, and others not. The only testimonies available concerning the “qualities of life” for psychically disabled - and the significant differences between different care providers - are the ones presented by relatives. That is why we should be “heard and carefully listened to” by authorities with power to determine the destinies of psychically disabled.
The third is that the Swedish legal system does not recognize the Convention articles, as they have not been implemented in and integrated with Swedish law, and are therefore not applicable on legal cases that should be judged on ruling laws. The fact that the Swedish Government has ratified and agreed to what is stated in the Convention has no impact on the kinds of legal issues that disabled in this country are confronting when being denied the social care they need, and should be assigned to.
Swedish social authorities have “deliberately” left out some important articles of the UN Convention, claiming that previously existing Swedish laws are clear enough concerning what kinds of legal support that is needed to assist disabled. They show an ignorance that has become extremely difficult for families with disabled members.

In one of the supplements to this update we argue that the left out articles 24, 19 and 12 are particularly important and vital for psychically disabled.

The fourth - and probably the most humiliating - is the Supreme Administrative Courts “invent  arguments” on why severely disabled shall be forced to accept a less accurate social order against their disabilities in community care. Their arguments are not related to existing law, and not to the legislator’s intentions, and not to society’s expressed ambitions to help and assist handicapped with particular difficulties. The Court’s way of arguing and ruling is not in harmony with what is stated and set as objective for psychically disabled by the Swedish Legislator, or by the UN Convention.    

The Supreme Administrative Court determined that Maria, who is 31, should be moved against her will from an accurate independent social care provider to a community care, and neglected in a humiliating way the extremely clear recommendation offered by the National Board of Health and Welfare, which stated that the care provided for Maria is the right one, and offers her appropriate healing and help, and that moving her to another care provider would risk her health. The Supreme Administrative Court’s decision was even more embarrassing as they did not control or verify if the community care had the professional and pedagogical competence needed to assist and help against her disabilities in the way she is entitled to according to the law.  The Court’s decision contradicts what is stated in the UN Convention, and what is written in the preparatory works of the national law as the national legislator’s intentions with a law on the rights for disabled. We understand the Court’s decision as an abuse of power.
Maria is psychically and physically disabled. To facilitate for the reader of this text to fully understand the implications of the Court’s decision, we translate it to include a more ‘understandable disability’. If for example she had been physically blind, the Courts decision - their message to Maria, comparable to the one she received for her psychical disabilities - could have been this one: “You are entitled to care for your difficulties. You wished to be assigned care at the eye-clinic of the hospital, but as you have no right to choose which clinic to get help from, we have decided to send you to the ear-clinic, which has responded that they can do good things for you. You also claim that you need a blind person’s stick, but we have decided that you will have to cope with life without such a helping tool. We know it will be difficult for you to begin with, but you will get used to that, and your life will be a good one anyhow. The National Board of Health and Welfare has tried to influence our decision by underlining your need for professional care by this particular eye-clinic, but they have no right to intervene in individual legal cases. We are the law, and we know what’s best for you, and what we decide cannot be influenced or changed by any other authority”. 
We show in another supplement how Maria by the Supreme Administrative Court has been denied the kind of social care which she should have been assigned and granted, according to the law.
If the UN Conventions articles 24, 19 and 12 were to be included in Swedish law, then the court decision concerning Maria - and many other psychically disabled - had been different, and to their advantage, and the Swedish Legislator as well as the UN Committee on the rights of persons with disabilities - the works of which we highly appreciate - would have been satisfied, even proud, of the practical social order for psychically disabled in this country.
Questions to the Committee
1. Is the Committee prepared to support our demand that the Convention articles 24, 19, 12 shall be included in Swedish law, which was a prerequisite for the ratification of the Convention?  

2. Would it make sense to require from the Swedish Authorities to report back when they have included the here mentioned articles in the National Law and in the general practice and social order of supporting and helping disabled persons? 
Questions to the representatives of the Swedish Social Authorities

1. Why are the UN Convention articles 24, 19 and 12 not included in the National Law, LSS, as was stated as a Convention State prerequisite in the UN Convention article 4?

2. Are you aware of the fact that omitting these articles in the National Law means limiting the rights of the psychically disabled to apply for the most accurate and relevant care, and allowing the Legal System to contradict the essence of the human rights attributed to disabled persons by the UN Convention, and thereby causing significant suffering among psychically disabled persons?
3. It is clearly stated in the Swedish law, LSS, and in the UN Convention article 24 that the capacity of the disabled shall be strengthened by a carefully selected social care. Has this rule and important condition for the social order ever been emphasized? Has this rule ever been allowed to determine which social care that should be selected to allow the required “strengthening” to happen in reality, and not just be a symbolic sign of “careful human thinking”?
Would it make sense to include in the legal text that selecting a social care, and a care provider, should be guided by an analysis of which care provider and what kind of social order will maximize chances for a disabled to reach the best possible results, to develop the “full potential” (As stated in the UN Convention, article 24), thereby respecting and taking advantage of the valuable diversity among different care providers, and also be guided by the priority expressed by the disabled, who “has the right to prioritize where and with whom she wants to live” (Article 19)

4. Have you, and the Ministry, studied the Supreme Administrative Court case, (5994-11, 

2012), referred to in this case? Can you understand that Maria’s family and many others have reacted with shock and fear to the insensible and unjustified arguments of the Court, completely disrespecting Maria and her severe difficulties?
Do you agree that the case would have been judged differently, in favor of Maria and her appropriate social care, if the UN Convention articles 24 and 19 had been included in the existing law (LSS), or if Maria had had the right to be assisted in the court case by a legally knowledgeable and experienced expert that could have argued professionally with the court and with the community’s legal advisor as counterpart (As is stated in article 12)
(Please feel free to comment on this particular legal case, which is well known to all with insights in the Swedish social order for disabled, and publically available to all, although without mentioning Maria’s name)
5. Are you going to correct these “mistakes” and allow also the here mentioned articles to be included in the National Law, as is stated in the Convention article 4, and in practices when applying social orders for disabled, and thereby
-
As stated in article 24, reassure that a disabled has an outspoken right to be assisted 

by an appropriate care provider that will allow her to reach her maximum human potential, and to develop her personality, her talents and her creativity, which will make life easier and more worthy for the disabled
-
As stated in article 19, reassure that disabled persons have the right to select where and with whom they want to live, and from whom they want and need to get their social care, thereby admitting that they are not forced to accept any particular residences suggested or determined by their home communities
-
As stated in article 12, reassure that disabled persons that end up in a conflict with social authorities concerning their rights as disabled persons are entitled to get assistance from legal experts in the same way that is the case for communities that engage legal experts that otherwise only succeeds in creating additional difficulties for the disabled 
Final words

Our hope with this update and with our previously submitted report is that the Committee and the Swedish delegation will better understand the problems occurring to psychically disabled when they are met with disrespect because of the lack of implementation of all Convention articles, and therefore will agree that the mentioned articles shall be included in national law.

In the preamble of the Convention is stated:  Convention states recognize the individual autonomy and independence of persons with disabilities, including their freedom to make their own choices.  
The Swedish Ministry should be encouraged to implement all articles of the UN Convention, and allow psychically disabled to choose the kind of social care that will develop  their human potential to a maximum (Article 24) and will allow them to choose where and with whom they want to live (Article 19). 
When these vital “qualities of life” are recognized and allowed to determine the social order for psychically disabled, the UN Convention will have shown to bring significant meaning and improvements to this group of handicapped people. 
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Supplement 1. 
Why the nationally neglected articles - 4, 12, 19, and 24 - of the Convention are particularly important for psychically disabled?
The lack of national respect for these articles means that psychically disabled are denied the rights to fundamental life qualities that would otherwise enable strengthening “hidden talents” that might compensate for some of their disabilities, and allow for these persons to participate more actively in Society, and live a more meaningful and “equal” life. 
· Article 24 states: Reassure a lifelong learning in order to develop the human potential to a maximum, including the sense of dignity and self worth. Reassure developing personality, talents and creativity of the disabled to their maximum potential.
This means: Psychically disabled persons have a right to expect support and individual training that will enable strengthening of their capacities and talents that eventually might compensate for some of the restraining disabilities, and allow these persons to develop 
a more meaningful life, to relate actively to others, to take part in activities in Society, 
and to participate and perform according to capacity in some kind of work.
To allow this to happen, it is not accurate and sufficient to talk only about any residence, 
or about support that will assist in general terms. An accurate care providing order has to be “tailored” around the difficulties and needs of the disabled. For that to happen, the care provider needs to understand in depth the challenges included in assisting persons with special and severe difficulties. 
Present national order that needs to change: The national law states that persons with disabilities have a right to expect support that will strengthen their capacity to allow for these persons to live a more independent life (LSS §7). But this statement is never considered when formal decisions are taken by communities or by the legal system concerning where and with whom the disabled should have a right to live her life to get 

the training and support needed to achieve this strengthening of the capacity. 
Applying the Convention article would underline that this statement should serve as a “differentiator” when considering what kind of social order and which care provider should be selected for a psychically disabled.
· Article 19 states: Reassure that disabled persons have the right and the option to select 
and choose their residence, where and with whom they want to live. They are not obliged 
or forced to live in special ways and forms appointed for them.
This means: Psychically disabled have the right to select and choose their care provider that - through a particular and applied social order, including accurate pedagogical methods - will assist, support and train their capacity to reach their full potential, to a higher degree than other care providers could possibly do.
Different care providers apply different pedagogical and social methods to assist persons with disabilities. Some of these pedagogical efforts are more accurate for dealing with particularly severe disabilities than others. This is why a disabled should have the right to choose care provider.
As in the school system and in the health care system, the variety of methods among care providers increases chances for those with special needs, to find the appropriate social order and get the right kind of assistance. 
Just selecting a general care-providing order for disabled persons with disabilities that are more demanding and therefore need a particularly adjusted care will not lead to results, and will not strengthen the individual capacity to its full potential, will not develop talents, if the care taker chosen has no experience and no profound knowledge of the difficulties that need attention. They may even worsen and devastate the life situation for these disabled persons. That is what we see happen today.
Present national order that needs to change: An increasing number of communities show a lack of sensitivity and respect for the difficulties that are typical for psychically disabled persons. The formal procedures resulting in political or bureaucratic decisions on which care provider to select show that community officials give priority to the community’s own “standardized care provider”, and disregard alternatives that apply special pedagogics to assist persons with more demanding disabilities. 

These restrictions are of two kinds: 
-
Disabled persons with a need for care who would prefer an independent care provider because of it’s more appropriate pedagogical way of assisting, will be denied the right to select such a preferred care, which would help and assist to a higher degree than any other.
- 
Disabled persons who in the past have been assigned a residence at a care provider 
with appropriate kind of support related to the typical difficulties that need dealing with, are more and more frequently being “forced” by their home community to break up from their established and well functioning support order at this independent care provider, and - against their will - move to the community’s own care-providing order, which does not include the kinds of skills needed, and which is therefore not assisting in the ways stated in the Convention article as a right for a disabled.

Families of disabled appeal to Court against these community decisions. The court system regularly turn down these appeals, and allow the communities to carry through the compulsory move of the disabled, against their will, by claiming that “the Swedish law does not grant disabled persons the right to choose care provider or a prioritized social order”.
If the Swedish social authorities were to monitor the increasing number of “conflicts” between disabled persons and their home communities, and were to consider why so many disabled persons have to appeal to the legal system to maintain their rights, but are turned down because these rights are neglected by the legal system, it would make sense to expect the Authorities to reconsider the present legal order and life conditions for these disabled.

· Article 12 states: Convention States recognize and admit that persons with disabilities are in every way entitled to the same legal and judicial order as others. A Convention State is expected to reassure that disabled persons will get access to the kind of legal support they may need to execute their legal rights.
This means: When disabled persons are denied the preferred care-providing order they believe to be the most accurate, they have the right to appeal at court. In order to do so, they need assistance from legal expertise, to state their rights, and to be precise in their explanation of why they prefer a different social order from what has been determined by acting authorities.  
Present national order that needs to change: When disabled appeal at court and are assigned the right to state their point of view in a court session, they confront the community, whose decisions they are unhappy with. The communities are here represented by State-financed community lawyers, whereas the disabled are not entitled to be assisted by State-financed legally knowledgeable and experienced expertise.

The disabled does not formally have the right to the same legal and judicial order as others. The disabled is discriminated when meeting home community officials and their legal advisors in court, with no assistance from formal and knowledgeable legal expertise. 

· Article 4 states: Convention States are committed to introduce in the National Laws what
 is needed to fulfill the rights that are explicitly stated in the Convention. This includes  legislation, law-making and including what is stated in the Convention articles into the National Law.
This means: The Convention articles 12, 19, 24 have not been transferred to Swedish law, and are not referred to when applying existing laws in social practices concerning support and strengthening of persons with disabilities.
Present national order that needs to change: A growing number of psychically disabled persons in Sweden are suffering from the fact that the Swedish authorities are neglecting to introduce into Swedish law some of the articles included in the UN Convention 

According to the Article 4 of the UN Convention, a Convention State undertakes to reassure that the rights stated in the Convention shall be included in national law. Sweden has rejected to include articles 12, 19, 24, and is therefore not respecting the requirement of article 4. If these articles were to be included in the national law, life for the psychically disabled would become easier and more in line with what is argued as the ambition with the Convention and its purpose.
The Swedish national follow-up-report on the implementation of the UN Convention fails to recognize these “significant reductions” of the rights of persons with disabilities. 
Supplement 3.

The Supreme Administrative Court Case 5995-11 denied Maria  the right to continuous social care by an independent care provider, that works with the pedagogical knowledge and experience needed to assist and help her the way she has been granted by law. 

If the UN Convention had been implemented in Swedish law  as stated and agreed between convention states, the Court decision would have been different, and in favor of Maria.

Disabled that are unhappy with community decisions that turn down their applications to be assigned residencies at carefully selected care-providing corporations, have legal rights to appeal in the court system. The highest court is the Supreme Administrative Court, whose formal primary task is to try, judge and determine individual cases, to create precedents and provide legal guidance for lower courts and communities that are required to apply current law.

Maria is now 31. She has by her home community been denied to continue her life in the accurate care she needs and once was assigned. Her family decided to appeal in court for the negative community decision implying that she had to break up and move from an independent, carefully selected care provider, offering support based on a pedagogical order that matched her difficulties and responded perfectly to her needs for assistance, to a community care.  
We present her case to allow readers and socially responsible to understand why and how the social order for a growing number of psychically disabled persons in Sweden is becoming worse and in conflict with the goals and means of the national legislator’s intention with existing laws, and contradicting what is stated in the Convention. 
Why are disabled persons denied the kind of social care that has proven to help and assist in a better and more accurate way than other kinds of social care that are less familiar with severe disabilities, that require special knowledge by care providers? Which mistakes have been done - as we understand it - by different parts of the Swedish social order for disabled?

1. The Supreme Administrative Court has stated as a precedent that the existing law (LSS) - does not explicitly state that a disabled person has the right to choose a preferred care provider. 
The Supreme Administrative Court underlines that the fact that the Convention articles 12, 19 and 24 are not explicitly included in the texts of the National Law, these Convention articles cannot serve as guidelines to how the ruling of disabled persons appealing cases in the court system shall be handled.

This means that when a disabled in a dialogue with the officials of her home community expresses a wish to get support from an independent care provider that is more accurately prepared to offer the kind of support she needs, the community has legal right to reject such a wish, such a preference. When tried in Court, the answer will therefore always be the same: You have no right to choose a particular care provider. The community care will respond sufficiently well to the needs that are related to the difficulties caused by your disabilities. 
Our view: 

- 
The right to choose a care provider is not only important for democratic reasons, or reasons having to do with general human rights. For disabled with special difficulties it is extremely important to have the right to choose a care provider which is knowledgeable and experienced in supporting persons with such difficulties. 

Psychical disabilities are often hard to understand for care providers that have no deeper knowledge of those handicaps. These disabled risk to be suffering from a nonprofessional care. When comparing disabled that get the right kinds of social care with those who do not, it becomes obvious why every psychically disabled should be granted the right to chose care provider.
-
Cost for social care is not an issue here, as the community officials being responsible for purchasing from and contracting social service with independent care providers have full control of what kind of services that should be included and what costs that are relevant for what kind of assistance.

-
The UN Convention states in article 19 that disabled persons (shall) have the right to choose where and with whom they want to live. This statement should be included in the law in which the Supreme Administrative Court claims “it is missing”.

2. The Supreme Administrative Court, when faced with the above mentioned case (September 2012), concerning the appeal of Maria’s family, who had applied for their daughter to be assigned the right to continue her life at the once selected independent care provider, but was denied, stated the following:

-
In a case like this the Court does not have to consider where the disabled individual

Is reassured the best conditions. The trial is limited to consider if the disabled person

is reassured good life conditions. (Page 6 in the mentioned Court decision note)

Our view: There is no obvious or easy way to understand the difference between a care-providing order for severely handicapped Maria that offers the best conditions and one that offers only good conditions. 
If Maria’s care provider knows how to “ease the effects of her disabilities” and at the same time knows how to strengthen her capacity to the extent that she one day may be strong and self confident enough to manage part of her life more on her own, with less support from every day care, then this might be described as the best conditions for her. Society’s wish must be that Maria should receive the kind of care that is best for her, allowing the selected care to strengthen her to the maximum of her potential.
If, however, she is moved to another care provider, that is not capable of supporting and training her to the extent that she one day may become more independent from help from others, then this may still to the Court seem as a social care that is good enough for her, but - as we understand the meaning of the Law, and of the Convention articles 19 and 24 - not what Society has in mind for her. For Maria the best conditions will both help her with daily matters, and strengthen her capacity in order for her to continuously become more independent.
Best conditions does not imply “higher living standards than necessary”. It should be understood as a social care that matches her difficulties to a higher degree than other care providers could ever do. 

We are sure that the Supreme Administrative Court has failed to understand the meaning of the Law in this case, and what the Convention tries to convey, and what is required by a care providing order that should be expected to “improve her future capacity” to a potential level that may only be guessed today. The Supreme Court has - when denying Maria her rights - used an expression here that we find cynical. It simply cannot be part of any legal or legally justified consideration. Justice has not been done!
-  
When carefully studying the arguments brought forward by the judges at the Supreme Administrative Court, when they compare what they call the “best social care” for Maria with a “good enough social care”, one might believe that they refer to a comparison between residences at “star-rated hotels”. Maria should - argues the Court - be satisfied with social care in a “three-star-residence”, and not expect a five-star-residence. But the key issue for Maria is not the external characteristics of the residence. The quality needed for assisting her is entirely related to the social order of the care, the pedagogic, which - as the current law determines what effects and results should be reached - has been carefully selected to match her difficulties and needs for help and training.
Let’s see if Maria has the same rights as others? When a supreme court justice in the past studied law at university, the student probably accepted student lodgings, life conditions, that were just good enough for the time, whereas the educational order offered by the faculty probably was the best available.
When the same justice eventually had to be treated in a hospital, at a clinic specialized in a particular disease, the patient probably accepted good enough qualities, life conditions, of the hospital’s general comfort, whereas the patient expected and accepted nothing else than the best treatment and care by the medical area expertise. 
The same goes for Maria. She is a resident in a care taking facility which is good enough, with good enough life conditions, quality-wise not different from any other care taker’s. But, the social order with which she is supported by the carefully selected care provider is and has to be the best available…to be able to deal with her particular disabilities, her inborn difficulties. 
If the court judges suggest that Maria should expect anything else than the best treatment, the best care, the best support to match her difficulties, to allow her to improve her capacity and try and reach the legally stated levels of independence (LSS §7), then the Supreme Administrative Court has shown not only an inadequate interpretation of the legislators intentions with the law for disabled persons, but also a “hazardous and risky treatment of a legal case concerning a severely handicapped person” that should be called unacceptable in a human Society. 
The best educational order at the law faculty, and the best medical order at the hospital clinic, and the best social order for the handicapped and disabled at the care taker are all financed by the Society, but do not cost more than the “second best”. They were all carefully selected to offer accurate training that will strengthen the capacity of the persons depending on the service required.

-
The National Board of Health and Welfare, the Government Board that is responsible 

for stating how the Law concerning disabled persons should be applied in practice, was invited and asked by the Supreme Court to share it’s view on how this case should be understood, and ruled. 
The National Board of Health and Welfare replied: The care provider with which Maria has her residence has a special direction and focus when compared to other care providers. The chosen social order has shown to be healing and curative for her, and is strengthening her capacity. Maria was assigned a residence there because of her difficult disabilities. She risks to get badly hurt, psychically as well as physically, if she is moved to another care taker. The law states that her care should be ‘lasting and persistent’. A selected care should - according to the Law - be based on support activities that the disabled finds appropriate and significant to respond to the needs and to prepare her for a more independent future. To demand that she should break up from this residence could be compared to demanding that a child should be forced to leave her family. The board finds that the community has no right to change the previously taken decision and force her to move to another care provider.
Our view: The National Board of Health and Welfare is very clear when advising the Court to decide in favor of the disabled. It is with great wonder we read that this Government Board, with responsibilities based on medical and scientific expertise and knowledge, and which was invited to assist in judging the case, is completely neglected by the court justices, who lack knowledge about disability issues, who fail to understand the situation that is typical for handicapped Maria. The Supreme Court “took the liberty” to determine Marias future, with arguments that in every respect lack factual judicial ground. 
Maria - with the specific disability problems that she has to live with - is expected to accept to be moved against her will, and to accept to become handicap-supported by a less knowledgeable and therefore less accurate community care. A thorough analys will detect that her chances of “improving capacity and self confidence” will be limited. The Supreme Administrative Court has reduced her “chances in life”.
-
SKL (Organization for Swedish Communities and County Councils) were invited to 
share their view on the case. They replied: The Community’s ambition to plan and prepare for disabled persons need for residence must be understood as a very important and determining factor when considering why this disabled person should be moved to the community care. It cannot be the intention of the Law that a disabled person has the right to take decisions in matters like this.
Our view: The Organization, SKL, nationwide representing all communities and all county councils, which is expected to prepare for an order that will facilitate for all citizens, including disabled, fail to consider the needs that are typical for this disabled person, and concentrates its consideration to the fact that the community should be respected for its ambition to prepare facilities for a disabled; if the disabled were to select another care provider, an independent, then the community risks to be left with an overflow of resources. 
It is sad that leading society officials prioritize arguments related to “residence space” ahead of “sensitive human issues, related to handicapped persons”.
And it is even more discouraging that the court justices prioritize to listen to concerns regarding community residence rather than to the Country’s leading experts in questions related to health and welfare, disability and relevant care.  

-
The Court argues: To be forced to move is always a strain. It is obvious that such a strain will be considerable for Maria. It is however possible that the negative consequences can be limited by planning and preparing ahead of such a move. The inconvenience and drawback related to the forcing of Maria to move from a residence where she has become habituated does not prevent Maria from becoming reassured good living conditions in the community care. The Court presumes that the community will allow for Maria to adjust to the new conditions to the extent she needs.

Our view: We do not understand these arguments. Why is it important for Society to move disabled Maria by force from a well functioning social care to an unknown, that lacks accurate skills to support her? Which are the benefits for Society? What happens if Maria shows to be incapable of adjusting to the new conditions? What happens if Maria is prevented from becoming reassured good living conditions in the community care? What happens if the planned move fails because it becomes obvious that the staff intended to take over care for Maria cannot help her with daily procedures, and cannot strengthen her capacity? If all this shows to be the case, which is the responsibility of the Supreme Administrative Court? Why does Society take a risk and experiment with Maria’s life? 

Why not instead conclude that Maria is already getting exactly the kind of care she needs, and she is therefore making the kinds of progress that Society, all authorities, the Legislator, the UN Committee, should find satisfactory, and it should be understood as corresponding exactly with the aims and ambitions with relevant laws and with the Convention articles?
The Court has no way of knowing if and how the community care will help and assist this disabled. The community officials have not submitted any details about how their general social care would be adapted to this disabled person, or if it would be executed to assist her in the ways she has a right to. The Court can therefore not with certainty conclude that the disabled will be able to adjust to a new, undefined social order, after having had to break up from a social order which satisfies her needs. It is therefore obvious that the Court has taken its decision with no factual and no legal ground. This disabled person has been deprived of her legal right and safeguard that according to the law should reassure her of the kind of appropriate assistance she needs.

This disabled receives social care that is “healing for her”, according to the medical expertise at the National Board of Health and Welfare. This medical expertise underlined that it would be risky to move her, and there are no reasons why she should be moved.

With what practical knowledge and competence concerning psychical disability and with what interpretation of the legislator’s intentions concerning the rights (LSS) of disabled persons and with what knowledge about the community’s capacity to assist and help this severely handicapped person does the Supreme Administrative Court judge against her right to continue living with a proven appropriate social care?
3. The Ministry of Health and Social Affairs (in the responsibility of which is included politics concerning disabled persons) entered into office 1st of January 2006. The people that were appointed responsible for questions related to disabilities, stated in a report in December 2005, that a disabled person shall not be forced or obliged to accept as the only alternative residency in community care if they prefer some other care taking order.
This very clear political statement was never followed by an executive effort, was never introduced to be part of the ruling law. The fact that the Convention has made a similar statement in its article 19 has not encouraged the ministry to add this for psychically disabled persons very important human right.
We have in several letters reminded the Minister of this agitating fact, but the Ministry is silent. No change of this vital aspect of the rights for disabled persons has occurred.

4. The Ministry of Health and Social Affairs has commented on our reports by stating that the responsibility for dealing with matters related to disabled persons lies in the hands of the communities. The Ministry can do nothing to intervene in individual cases.
Our view: The responsibility for these political issues is in the hands of the communities because this order has been determined by government, on suggestion from the Ministry. The ministry is entitled to control and correct mistakes made by the communities, and may well - as being the legislator behind existing laws - clarify the intentions with the law, and how it should be applied in practice, and correct obvious mistakes made by communities or law practicing authorities. 
The Ministry should take pride in controlling if and how disabled in the country succeed in developing life styles that correspond with the intentions of the Legislators intentions, and with the practicing of existing laws. If not so, the Ministry should initiate immediate changes.

5. The National Board of Health and Welfare is responsible for clarifying how the Legislators intentions with existing laws should be interpreted, how they should be applied in practice, how they should be emphasized. This responsible authority has not made any remarks to the Legislator concerning the contradictory way that the Supreme Court has interpreted what is stated in the law, and what is not stated but should be understood as the Legislators intentions. This responsible authority has not made any remarks about all the disabled persons that suffer today because of the incorrect decision making by many communities, and by the legal system. 
We understand it as an obvious role for this authority to observe practice, to monitor mistakes made by communities or by the legal system, and report about them to the ministry, to allow for the legislator to correct the wording of the law, when there is a need.
6. A home community is by law responsible for assuring that adult disabled citizens that have been assigned the right to get Society’s help and support, will be offered residence and related care, including support that will strengthen their capacity to become more independent of such help and support in the future. The home community officials are expected to analyse and relate difficulties to support needs for each person with disabilities. We believe that the processes resulting in denying the disabled person accurate care, may be explained by the following.

-
Community officials responsible for considering difficulties and need for support fail to understand the complexity that is typical for psychically disabled persons. These difficulties are not visible, not easily detectable, and hard to understand. A psychically disabled person cannot assist sufficiently in drawing a clear picture of her “problems and needs”. 

The official try to “standardize” the analysis, and look for similarities between psychically disabled to facilitate selection of a social order, thereby leaving out individual particularities that are vital to understand and respect in order to be able to select the relevant care. A Community approach is often oriented towards “treating and caring for all psychically disabled in the same way”. Such an offered care may still be sufficient and progressive for some, but incomplete or even incorrect for others.

-
Community officials being responsible for defining the appropriate social order by 

matching difficulties and needs with the appropriate care disregard the fact that different care providers apply different pedagogical orders that serve as the basis for support and training activities for disabled persons. The diversity that becomes available through these different pedagogical support programs is interpreted as unnecessary competition, instead of as a welcome addition to a social order that allows helping different kinds of psychically disabled with different kinds of needs.
-
Community politicians are concerned about society costs caused by the solidarity programs for disabled persons. On the other hand, few communities compare costs of different kinds of care providers. These costs show to be approximately the same among public or independent care takers. In this respect, the cost issue is not favoring either.
Even fewer community officials calculate both costs for care and progress made, which would allow them to identify that better results for disabled persons are reached by care providers with appropriate and accurate support for different kinds of needs.
It is obvious to us that if the UN Convention articles 24 and 19 had been included in the Swedish law then Maria’s home community would have decided differently. If the community had not come to a different decision, then the Supreme Court would have been obliged to argue that Maria has the right to choose the care provider that assists her better than any other could ever do.

UN Convention articles 24 and 19 should therefore immediately be included in the Swedish law (LSS). Article 12 should be included, in case conflicts will occur in dialogues between home communities and disabled persons. 

Article 4 makes it obvious that Sweden - as a Convention State that has agreed to and ratified the Convention - is obliged to transfer these articles into the national law.


