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IDA submission for the General Comment of the Committee on the Rights of the Child on the right of the child to the enjoyment of the highest attainable standard of health 
The International Disability Alliance (IDA) is a unique, international network of global and regional organisations of persons with disabilities. Established in 1999, each IDA member represents a large number of national disabled persons’ organisations (DPOs) from around the globe, covering the whole range of disability constituencies. IDA thus represents the collective global voice of persons with disabilities counting among the more than 1 billion persons with disabilities worldwide, the world’s largest – and most frequently overlooked – minority group. Currently comprising eight global and four regional DPOs, IDA’s mission is to advance the human rights of children and adults with disabilities as a united voice of organisations of persons with disabilities utilising the Convention on the Rights of Persons with Disabilities (CRPD) and other human rights instruments. IDA also aims to promote the effective implementation and compliance with the CRPD within the UN system and across the treaty bodies.

IDA welcomes the initiative of the Committee on the Rights of the Child (hereinafter “the Committee”) to draft a General Comment on the right to health.  IDA believes that such a General Comment will serve as a comprehensive update of General Comments of the treaty bodies which touch upon the issue such as CESCR Committee’s General Comment no 5 on persons with disabilities adopted in 1994; and the CRC Committee’s General Comment no 4 on adolescent health adopted in 2003.  IDA’s recommendations for the present GC can be found in annex.

The right to health of children and adolescents with disabilities

The guarantee of the right to the enjoyment of the highest attainable standard of health of children and adolescents with disabilities continues to pose particular challenges across the globe.  While there have been significant advances in the disability rights movement over the years, the overarching view of health professionals, authorities and the public remains rooted in the medical model of disability: defining persons with disabilities through their impairment as objects to be treated and managed, rather than as individual subjects of their rights.  

In general, children face barriers to express their views and to assert their decisions.  These barriers are multiplied for children and adolescents with disabilities whose autonomy, credibility, will and preferences are put in doubt and substituted by parents, doctors, judges and the community as being in the child’s best interest.  Children and adolescents with disabilities are thus more vulnerable to overmedication, forced interventions including rehabilitation, therapy and surgery aimed at “correcting” impairments, and harmful practices such as forced sterilisation, forced contraception and forced abortion, all of which violate a child’s right to enjoy the highest attainable standard of health.  
The lack of awareness and knowledge on the rights and needs of children and adolescents with disabilities by policymakers, health professionals and community interlocutors (including teachers) further hampers their enjoyment and exercise of the right to health on an equal basis with other children and adolescents.  The lack of data and statistics on the children and adolescents with disabilities in general, and in particular related to their health and rehabilitative needs and access to services, impedes the formulation of effective policies and strategies to meet their needs.
  Common misconceptions about the health of persons with disabilities have led to assumptions that they do not require access to health promotion and disease prevention.
 For example, there is little evidence that public health campaigns, such as immunisation programmes for children, are promoted equally in accessible languages and formats, and insufficient steps are taken amongst professionals, families and the public to highlight the importance of immunising children with a pre-existing disability and to combat misunderstandings that children with disabilities are not susceptible to acquiring childhood illness, or are not deemed worthy of immunisation.  Similarly, there is evidence that children with disabilities, compared with children without disabilities, have less access to basic health care, such as dental care and sexual and reproductive health services, in both developing and developed countries.
  

With respect to sexual and reproductive health, information is rarely made available in accessible formats and sign languages, and neither is the provision of age and disability specific support rendered to children.  This is linked to the widespread view that persons with disabilities are asexual or unfit to engage in sexual activity, and as stated above, sometimes extreme health measures are resorted to during childhood to eliminate sexual function and desire. The failure to address these important issues through education and information increases the risk of sexual abuse and exploitation, and the transmission of HIV and other sexually transmitted infections (STIs) amongst children and adolescents with disabilities.  In addition, awareness of the right to health is hampered by high rates of illiteracy; 90% of children with disabilities in developing countries do not attend school and 80% of persons with disabilities live in developing countries.

The current level of accessibility of health services and their affordability in light of the last point, particularly specialised health and rehabilitative services, are present barriers to the enjoyment of the right to health for children and adolescents with disabilities.  The lack of physical accessibility of buildings and equipment, lack of assistive technologies, as well as the lack of accessibility of information and communications with staff and professionals limit the exercise of the right to health of children and adolescents with disabilities on an equal basis with others.  In addition, health and rehabilitative services are commonly concentrated in the capital of the country and not evenly distributed in rural zones creating further obstacles to equal access to health care.  These issues must be addressed through the lens of non-discrimination; specific measures must be taken to ensure access on an equal footing through disability specific supports and accommodations which are applicable in the context of health and rehabilitation as they are with respect to the exercise of other children’s rights. This includes training of paediatricians, other health care professionals and interlocutors in accordance with Article 12, CRC and Article 7(3), CRPD to ensure effective communication with and understanding of children with disabilities, and respect for their views and choices.  These considerations are all the more imperative given that children and adolescents with disabilities will generally have greater contact with health services than other children.  Children and adolescents with disabilities are at a significantly increased risk of violence,
 and health services should be designed to be both disability and gender sensitive in order to respond to children’s short term and long term needs for protection.

Another point of significance is the negative impact of the business or private sector on the right to health of children and adolescents with disabilities.  The over prescription of medication to children has been largely driven by the pharmaceutical industry which exercises influence on professionals and research centres with respect to the expansion of spectrums of conditions, corresponding diagnoses and the assigning of pathologies to children and adolescents concerning behavioural issues usually associated with childhood and mental health, thereby constructing social barriers for children with intellectual and psychosocial disabilities.  The clearest example of this influence and process is the imprecise and unfounded increased diagnoses of attention deficit disorder, a trend particularly prevalent in highly developed countries. The impact of this process reinforces the segregation of this group through medicalisation, which poses serious risks to the health and development of children and adolescents, whereas efforts could rather be made on improving interaction with the community through social programmes. Similarly, the insurance industry infringes the right to health of children and adolescents with disabilities through the exclusion from, or reduced coverage of, health and life insurance based on medical criteria and risk evaluation centred on the impairment which constitutes disability based discrimination.
Standards protecting the right to health of children and adolescent in the Convention on the Rights of Persons with Disabilities
With the entry into force of the CRPD came the important paradigm shift from the outdated medical model of disability, to a human rights and social approach.  Several rights of the CRPD uphold the right to health of children and adolescents with disabilities: 

· Article 5 – Equality and non-discrimination

States Parties shall prohibit all discrimination on the basis of disability and guarantee to children and adolescents with disabilities equal and effective enjoyment and exercise of the right to health and legal protection against discrimination on all grounds by both public and private actors, including discrimination in the form of denial of reasonable accommodation.  

· Article 7 – Children with disabilities

States Parties must take all necessary measures to ensure to children with disabilities the full enjoyment of all human rights and fundamental freedoms on an equal basis with other children. The best interests of the child shall be a primary consideration in all actions concerning children and this principle should be equally applied to children with disabilities.  This means that in assessing the best interests of the child, children with disabilities have the right to express their views freely on all matters affecting them, their views being given due weight in accordance with their age and maturity on an equal basis with other children, and to be provided with disability and age-appropriate assistance to realise this right. Having a disability should not diminish the weight given to the child’s views in determining their best interest nor should it be the basis of substitution of determination and decision making by parents, guardians, carers or the public authorities. In accordance with their evolving capacities, children with disabilities, like all children, have valid insights into their well-being, valid solutions to their problems and a valid role in implementing those solutions. The principle of best interest must be applied strictly keeping in mind the best interest of the child or children with disabilities over other possible interests at stake.  Children with disabilities as a group have commonly been marginalised by laws and policies on health which yield to the interests of others over their own.  For example, girls with disabilities have been, and continue to be subjected to forced sterilisation where their best interest is trumped by the interests of the State, community or family to eliminate the burden of menstrual and contraceptive management of girls with disabilities, and the likelihood of them falling pregnant.
  Children with disabilities must have the same rights to information and education on health and to access services and assistance on an equal basis with other children, including through disability specific support.

· Article 25 - Right to health

Article 25 on the right to the enjoyment of the highest attainable standard of health guarantees that children and adolescents with disabilities have the right to the same range, quality and standard of free or affordable health care and programmes as provided to others on the basis of free and informed consent, including through the provision of accommodations and support. The requirement of free and informed consent therefore prohibits any coercion in medical treatment including non-consensual rehabilitation and therapy and any form of corrective surgery or intervention.  Article 25 makes explicit reference to: the provision of sexual and reproductive health services; the provision of health services as close as possible to individual’s own communities including in rural areas; the requirement for health professionals to provide care of the same quality to children with disabilities as to others, by raising awareness of the human rights and needs of children and adolescents with disabilities through training and promulgation of ethical standards for public and private healthcare; and the prohibition of discrimination against children with disabilities in the provision of health insurance and life insurance which shall be provided in a fair and reasonable manner.
· Article 14- prohibition of deprivation of liberty on the basis of disability

The CRPD unambiguously prohibits the detention of children and adults with disabilities on the basis of disability, whether this relates to short term hospitalisation or long term residential institutionalisation of children and adults with disabilities.  Paragraph 25 of the CRC Committee’s General Comment no 4 on adolescent health must therefore be updated to reflect the CRPD in this respect as the latest articulation of binding standards on the human rights of children and adolescents with disabilities (in contrast with the UN Mental Illness Principles which have been superseded by the CRPD
).  

· Article 17 – Protecting the integrity of the person, and Article 16- freedom from exploitation, violence and abuse 
Every child and adolescent with disabilities has the right to respect for his or her physical and mental integrity on an equal basis with others.  Involuntary treatment is a clear violation of an individual’s integrity and serious efforts should be made to consult with them and seek their views.  Health care and services should be designed to meet the needs of children with disabilities who have been subject to exploitation, violence and abuse, including gender specific considerations. 
· Article 22 – Respect for privacy

The confidential nature of information relating to personal information, health and rehabilitation is particularly pertinent for children with disabilities.   This provision ensures that such information must be accessible to the individual concerned and is not to be shared without prior approval with doctors, family members and other third parties to the ends of non-consensual treatment. 

· Article 9 - accessibility & Article 21- freedom of expression and opinion, and access to information

These provisions require States Parties to take all appropriate measures to ensure that children and adolescents with disabilities can access information and access health and rehabilitative services on an equal basis with others and through all forms of communication of their choice.
 Articles 9 and 21 reinforce the independence and participation of children and adolescents with disabilities by ensuring that information and services is made accessible, hence for information to be available in different formats which respond to the needs of persons with disabilities, for example information in Braille or easy to read formats, availability of sign language interpreters in health and rehabilitation services and by providing appropriate training for medical professionals, educators, service providers and others to understand the rights of children and adolescents with disabilities, to foster respect for views and to ensure the provision of support for their choices, instead of curtailing them.

· Article 8 – Awareness-raising

Article 8 requires States Parties to adopt immediate effective and appropriate measures to raise awareness throughout society, including at the family level, regarding children and adolescents with disabilities, and to foster respect for their rights, dignity and views by combating stereotypes, prejudices and practices harmful to the health and development of children and adolescents with disabilities, including those based on disability, sex and age, in all areas of life. Awareness raising encompasses training programmes regarding the right to health of children and adolescents with disabilities for, inter alia, medical and health professionals, educators, judicial officers, and social services personnel.  Training must ensure that information and advice regarding rehabilitation, therapies and treatment are provided to children and adolescents with disabilities in a manner which seeks and is respectful of their views, and refrains from exerting pressure or threats.

· Article 13 – Access to justice

This provision ensures that children and adolescents with disabilities whose health rights have been infringed have effective access to justice on an equal basis with others, for perpetrators to be brought to justice, and redress provided.  In particular, children and adolescents with disabilities should be provided procedural and age appropriate accommodations to ensure their effective role as direct and indirect participants, including as witnesses, in all legal proceedings, including at investigative and other preliminary stages.  Appropriate training should be promoted for those working in the field of the administration of justice.
· Article 31 – Statistics and data collection

Under this provision States Parties are obliged to collect appropriate information, including statistical and research data, to enable them to better formulate and implement health policies to give effect to the rights of children and adolescents with disabilities, and to better address violations of this right. This includes an obligation to collect data which are disaggregated by sex, age, type of disability, geographical region.

ANNEX- IDA Recommendations for the General Comment
The CRPD therefore reinforces the provisions and principles of the CRC in obliging States to respect, protect and fulfil the right of children and adolescents with disabilities to the enjoyment of the highest attainable standard of health.  On the basis of these human rights instruments, IDA makes the following recommendations to the Committees:

· Elaborate and adopt a General Comment on the right to health which comprehensively addresses the situation and concerns of children and adolescents with disabilities by promoting and protecting their right to health on an equal basis with other children, and other related rights and principles inscribed in the CRPD.  Closely consult with and actively involve children and adolescents with disabilities and their representative organisations in the drafting process of the General Comment (Article 4(3), CRPD).

· Call on States to take immediate steps to fulfil their obligation to ensure the equal access to the enjoyment of the highest attainable standard of health for children and adolescents with disabilities, including by ensuring the accessibility and affordability of health and rehabilitative services.  Further, to protect children and adolescents with disabilities from violations of their right to health committed by State agents and private entities or individuals through the adoption of laws, policies and programmes in which the rights and needs of children and adolescents with disabilities figure as an integral part of all measures and initiatives.  Ensure that children and adolescents with disabilities and their representative organisations participate and play a central role in the elaboration, implementation and monitoring of laws, policies and programmes and related campaigns.

· Call on States to implement measures in the law to ensure that health and rehabilitative services are provided to children and adolescents on an equal basis with others and on the basis of free and informed consent, and to guarantee to children and adolescents with disabilities the necessary age and disability specific support needed for them to understand and express their views and decisions relating to their health.  Further, States must take steps to effectively prohibit inappropriate and forced interventions on children and adolescents with disabilities such as overmedication, and the use of therapies, surgeries and practices which may be harmful and damaging to the health and development of a child, and may constitute a violation of an individual’s integrity and the right not to be subjected to torture or cruel, inhuman or degrading treatment or punishment. In particular, States should take measures to ensure effective protection of girls with disabilities who are at a heightened risk due to the multiple discrimination exercised against them and their marginalisation in society.  Prohibit in the law forced sterilisation of girls with disabilities.

· Call on States to conduct more robust regulation, monitoring and evaluation of the business sector in consultation with children and adolescents with disabilities and their representative organisations, including both multinational and national pharmaceutical, insurance and other health and medical related industries to protect children and adolescents with disabilities from further stigmatisation, segregation and discrimination in society on account of the continued medicalisation of disability by these industries. 

· Call on States to conduct awareness raising campaigns aimed at the government, public and private sectors, health care sector and families to promote the right to health of children and adolescents with disabilities on an equal basis with others, including training and education for health care professionals and other interlocutors. Ensure that information and communications on health are accessible by making them available in age appropriate and easy to read formats, local languages including sign language and sign language interpretation, display of text, Braille, tactile communication, large print, accessible multimedia as well as written, audio, plain-language, human-reader and augmentative and alternative modes, means and formats of communication, including accessible information and communication technology.
· Collect data (disaggregated by sex, age, type of disability, ethnicity, region) on the health and rehabilitative services and practices with respect to children and adolescents with disabilities, including accessibility, availability, acceptability, quality, effectiveness, and monitoring diagnoses, practices and trends in the prescriptions of medication, treatment, rehabilitation, and other interventions. Conduct questionnaires and studies to identify trends across all regions in an effort to develop laws, policies and programmes to effectively guarantee the fulfilment of the right to health of children and adolescents with disabilities.
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� See the World Bank and WHO’s � HYPERLINK "http://whqlibdoc.who.int/publications/2011/9789240685215_eng.pdf" ��World Report on Disability�, 2011, p 80; UNICEF’s report on the � HYPERLINK "http://www.unicef.org/sowc2011/pdfs/SOWC-2011-Main-Report_EN_02092011.pdf" ��State of World’s Children, 2011�, p 26


� Healthy people 2010: understanding and improving health, 2nd ed. Washington, Department of Health and Community Services, 2000, cited in the WHO and World Bank’s � HYPERLINK "http://whqlibdoc.who.int/publications/2011/9789240685215_eng.pdf" ��World Report on Disability�, 2011, p 60.


� See � HYPERLINK "http://whqlibdoc.who.int/publications/2011/9789240685215_eng.pdf" ��World Report on Disability�, 2011, p 61


� See Report of the Secretary General, Status of the CRC, 3 August 2011, A/66/230, para 45


� General Comment no 9, para 60, see Article 23-1 of the CRPD


� The Principles for the Protection of Persons with Mental Illness and for the Improvement of Mental Health Care, referred to in General Comment no 4 on adolescent health, was adopted by the General Assembly on 17 December 1991 (Resolution 46/119) and are currently obsolete and have been superseded by the Convention on the Rights of Persons with Disabilities. As acknowledged by the Special Rapporteur on Torture, “Thus, in the case of earlier non-binding standards, such as the 1991 Principles for the Protection of Persons with Mental Illness and for the Improvement of Mental Health Care (resolution 46/119), known as the Mental Illness Principles, the Special Rapporteur notes that the acceptance of involuntary treatment and involuntary confinement runs counter to the provisions of the Convention on the Rights of Persons with Disabilities.” (Report of Special Rapporteur on Torture, 28 July 2008, A/63/175, para 44, and see OHCHR Legal Measures Study A/HRC/10/48, paras 48-49, acknowledging that the MI principles are superseded by the CRPD).


�  As defined under Article 2 of the CRPD, communication includes languages, display of text, Braille, tactile communication, large print, accessible multimedia as well as written, audio, plain-language, human-reader and augmentative and alternative modes, means and formats of communication, including accessible information and communication technology.


� See �HYPERLINK "http://www.wwda.org.au/Sterilization_Disability_Briefing_Paper_October2011.doc"��briefing paper� on sterilisation of women and girls with disabilities jointly drafted by IDA, Open Society Foundations, Human Rights Watch, & Women with Disabilities Australia, as part of the Stop Torture in Health care campaign.
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