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Introduction
1. The New Zealand Human Rights Commission (the Commission) derives its statutory mandate from the Human Rights Act 1993 (HRA). The Commission’s role is to provide better protection of human rights in New Zealand in general accordance with the United Nations Covenants or Conventions on Human Rights. The Commission has ‘A’ status accreditation from the International Co-ordinating Committee of National Human Rights Institutions.
2. The Special Rapporteur on the rights of persons with disabilities has requested a response to a questionnaire on the right of persons with disabilities to the highest attainable standard of health. 
3. Article 25 of the Convention on the Rights of Persons with Disability (the Convention) states disabled people have the right to enjoy the highest attainable standard of health. The Commission views this Right as meaning that disabled people have the right to the same range, quality and standard of free and affordable health care as everyone else, including sexual health and fertility services. To achieve these rights governments should ensure:

a. healthcare professionals are trained to provide disabled people with the same quality of care as others, on the basis of free and informed consent;
b. health services and treatment are available for a person’s specific impairment; and services should ensure impairments and health conditions are identified early and that people get early support; and
c. health and life insurance policies do not discriminate against disabled people and are fair and reasonable.
4. For the purposes of this submission, please note there are systemic challenges regarding access to quality data related to disabled persons in New Zealand. This is largely a result of the lack of a commonly understood and applied definition of ‘disability’ for both decision makers and rights holders.
5. Below are our suggested responses:

Please provide information on existing or planned legislation and policies to ensure the realization of the right to health of persons with disabilities, including current challenges and good practices.
Existing Legislation/Policy
6. A number of Acts[footnoteRef:2] in New Zealand create the framework that affect the right to health for disabled people including: [2:  Copies of all legislation discussed can be found at: http://www.legislation.govt.nz/] 

a. The New Zealand Public Health and Disability Act 2000 provides for the public funding and provision of personal health services, public health services, and disability support services, and establishes publicly-owned health and disability organisations. It creates District Health Boards (DHBs) to improve, promote, and protect the health of people and communities. These DHBs must promote the inclusion and participation in society and independence of people with disabilities.[footnoteRef:3]   Disability support advisory committees monitor the policies and support services of the DHBs to ensure they promote the inclusion, participation and independence of disabled people.[footnoteRef:4] They tell the DHBs about the needs of disabled people in the district and seek the prioritisation of funding provided to DHBs to disabled people. [3:  New Zealand Public Health and Disability Act 2000 section 22 (1)(d)  ]  [4:  Ibid, Schedule 4, Section 3] 

b. The Health and Disability Commissioner Act 1994 creates roles and complaint resolution processes to protect disability service consumers. The Act creates a Health and Disability Commissioner(s) and a Mental Health Commissioner. The Act mandates that there be Code of Health and Disability Services Consumers’ Rights (a Regulation under the Act) which explicitly sets out the key rights of health consumers[footnoteRef:5] and sets out how these consumers can lay complaints. [5:  Full text of Code can be found at http://www.hdc.org.nz/your-rights/about-the-code/code-of-health-and-disability-services-consumers-rights/] 

c. The Health and Disability Services (Safety) Act 2001 underpins the certification of health care services. It is intended to promote the safe provision of health and disability services to the public; enable consistent and reasonable standards, encourage providers of health and disability services to take responsibility for safe service delivery and encourage continuous improvement of the delivery of health and deniability services.[footnoteRef:6]  [6:  Health and Disability Services (Safety) Act 2001, section 3] 

d. The Intellectual Disability (Compulsory Care and Rehabilitation) Act 2003 provides for a system for the compulsory care and rehabilitation of persons who have an intellectual disability and who have been charged with, or convicted of, an offence.
e. The Mental Health (Compulsory Assessment and Treatment) Act 1992 sets out the regime and requirements for compulsory treatment for people posing a serious risk of harm to themselves or others due to a mental disorder.

    

  Planned Legislation/Policies
7. A health system transformation project was launched in April 2017 which involves disabled people taking part in creating the high-level design and transformation of the current disability support system including the right to health. This project is in the initial stages of testing and piloting but looks to have the potential to be transformative in a way that is consistent with the Convention. [footnoteRef:7] [7:  Detail of this project available at http://www.enablinggoodlives.co.nz/system-transformation/ The project involves partnership with all affected parties and represents a vital example of co-design in action.
] 


Challenges
      Context
8. The Commission published a review of the right to health in 2010. The report found that while the right to health was being realised for the majority of the population, there were some groups in society that were not doing as well, including Māori, Pasifika and disabled persons. [footnoteRef:8]   [8:  See Human Rights Commission Report ‘Human Rights in New Zealand 2010’ pp 152-167 https://www.hrc.co.nz/files/9714/2388/0506/HRNZ_10_Right_to_health.pdf  ] 

9. An Independent Monitoring Mechanism (IMM) of the Convention (made up of the Human Rights Commission, the Office of the Ombudsman and the Disabled Persons Organisation Coalition) noted in its most recent ‘Making Disability Rights Real 2013-2014’ report that there were significant disparities in health outcomes between disabled people and non-disabled people, particularly for people with an intellectual or learning disability.[footnoteRef:9] [9:  ‘Making Disability Rights Real: Second Report of the Independent Monitoring Mechanism of the Convention of the Rights of Persons with Disabilities 2013-2014 p 102] 

10. Compounding inequalities result in people with disabilities receiving poorer outcomes in accessing the right to health. For example: 
a. Disabled Māori fare more poorly than other Māori across a range of outcomes related to material well-being and quality of life. Given that Māori in general tend to fare worse than non-Māori on most of these measures, disabled Māori are particularly vulnerable to poor health outcomes.[footnoteRef:10] [10:  http://archive.stats.govt.nz/browse_for_stats/health/disabilities/He-haua-maori-findings-from-2013-disability-survey.aspx p 27] 

b. Pasifika disabled people and their families are under-represented users of Ministry of Health funded disability support services. Pasifika disabled people represent 5.9% of all service users, relative to the total Pasifika population of 7.4%.[footnoteRef:11] [11:  https://www.health.govt.nz/publication/faiva-ora-2016-2021-national-pasifika-disability-plan] 

c. Life expectancies of males with intellectual/learning disability is 18 years less than other New Zealand males in 2011 and 23 years less for New Zealand females.[footnoteRef:12] [12:  Ministry of Health (2011) Health Indicators for New Zealanders with Intellectual Disability. Wellington: Ministry of Health.] 

11. In this context, New Zealand legislation and policy contains a mixture of Convention compliant and non-compliant legislation. A ‘medicalised model’ understanding of disability—that is disability seen as something to be fixed or cured rather than as the result of an environment— is still present within some New Zealand legislation. For example, the Committee on the Rights of Persons with Disabilities has previously recommended that the Mental Health (Compulsory Assessment and Treatment) Act 1992 be amended to comply with the Convention, because that legislation favours substituted over supported decision making in its framework.[footnoteRef:13] [13:  Concluding Observations of the Committee on the Rights of Persons with Disabilities on the initial report from New Zealand, 31 October 2014, paragraph 30 at http://tbinternet.ohchr.org/_layouts/treatybodyexternal/Download.aspx?symbolno=CRPD%2fC%2fNZL%2fCO%2f1&Lang=en] 

12. In addition, there can be inconsistent understandings of ‘disability’ in health policy, for example, in determining whether certain conditions or impairments such as foetal alcohol syndrome disorder qualify for particular supports or funding. 
13. The Commission remains concerned at practices relating to seclusion and restraint in New Zealand. Seclusion and restraint is sometimes not used as a last resort, nor used for the shortest time possible and there is inconsistent practice amongst different DHBs. These practices can have a disproportionate effect on the mental and physical health disabled persons.[footnoteRef:14]  [14:  See Dr Sharon Shalev’s Report ‘Thinking outside the Box’ Report Human Rights Commission 2012 http://www.seclusionandrestraint.co.nz/] 

14. The proposed introduction of legalised euthanasia in New Zealand, by way of the End of Life Choice Bill (currently being considered by a Select Committee) presents challenges to people with disabilities including:
a. the broad scope of the current proposed wording in the Bill with its inclusion of   ‘grievous and irremediable medical conditions’
b. the criteria in the Bill is not expressly limited to physical conditions
c. the safeguards in the Bill may not be adequate

15. [bookmark: _GoBack]The Human Rights Commission detailed its concerns with the Bill in its submission to the Justice Committee on 6 March 2018.[footnoteRef:15] [15:  Submission of The Disability Rights Commissioner on the End of Life Choice Bill 6 March 2018 at https://www.hrc.co.nz/files/9115/2037/7477/DRC_End_of_Life_Choice_Submission_for_Select_Committee.pdf] 


Good practice
16. There have been some positive responses to the above challenges by New Zealand’s Ministry of Health including:
a. He Korowai Oranga: Māori Health Strategy sets the direction for Māori health development in the health and disability sector.[footnoteRef:16] [16:  Ministry of Health ‘He Korowai Oranga, last updated 15 May 2017, at https://www.health.govt.nz/our-work/populations/maori-health/he-korowai-oranga (accessed 23 March 2018)] 

b.  Faiva Ora 2016–2021 sets out priority outcomes and actions to support and improve the lives of Pacific disabled people of all ages and their families.[footnoteRef:17] [17:  Ministry of Health ‘Faiva Ora 2016–2021 National Pasifika Disability Plan’ published 30 August 2017 at https://www.health.govt.nz/publication/faiva-ora-2016-2021-national-pasifika-disability-plan (accessed 23 March 2018) ] 

17. The New Zealand Disability Strategy 2016-2026 prioritises “health and well-being” for disabled people and outlines the expectations of disabled persons in regard to health interventions.[footnoteRef:18]  [18:  Office of Disability Issues, New Zealand Disability Strategy 2016-2026 Outcome 3 at  https://www.odi.govt.nz/nz-disability-strategy/about-the-strategy/new-zealand-disability-strategy-2016-2026/read-the-new-disability-strategy/new-zealand-disability-strategy-read-online/outcome-3-health-and-wellbeing/ (accessed 23 March 2018) ] 

Please provide any information and statistical data (including surveys, censuses, administrative data, literature, reports, and studies) related to the exercise of the right to health of persons with disabilities in general, as well as with particular focus in the following areas:
●	Availability of barrier-free general healthcare services and programmes, which take into account all accessibility aspects for persons with disabilities;
●	Access to free or affordable general healthcare services and programmes, including mental health services, services related to HIV/AIDS and universal health coverage;
●		Access to free or affordable disability-specific healthcare services and programmes; and
●	Access to free or affordable health-related habilitation and rehabilitation goods and services, including early identification and intervention.
18. As mentioned above, quality data relating to disability specific outcomes in health is limited, however the following resources are recommended:
a. The Disability Survey 2013 in terms of the interrelationship of health issues and disability causation or aggravation.[footnoteRef:19] [19:  Statistics NZ, Disability Survey  at http://archive.stats.govt.nz/browse_for_stats/health/disabilities/DisabilitySurvey_HOTP2013.aspx (accessed 23 March 2018)] 

b. The Donald Beasley Institute has a number of studies related to people with an intellectual disability and the right to health.[footnoteRef:20] [20:  See several reports at http://www.donaldbeasley.org.nz/resources/publications/health/] 

c. The Ministry of Health’s ‘Living with a Disability’ 2004 report.[footnoteRef:21]  [21:  Ministry of Health ‘Living with Disability in New Zealand A descriptive analysis of results from the 2001 Household Disability Survey and the 2001 Disability Survey of Residential Facilities’ 2004
https://www.health.govt.nz/system/files/documents/publications/livingwithdisability.pdf (accessed 23 March 2018) ] 

d. The Mental Health Commissioner’s Monitoring and Advocacy Report of 2018 talks about trends and challenges in the provision of mental health services in New Zealand.[footnoteRef:22] This report is the current Mental Health Commissioner’s first monitoring and advocacy report. It notes a number of concerning trends including: [22:  http://www.hdc.org.nz/resources-publications/search-resources/mental-health/mental-health-commissioners-monitoring-and-advocacy-report-2018/] 

i. a lack of early intervention options;
ii. a low commitment by services to shared planning with consumers and their family and whānau;
iii. coordination challenges within and between services;
iv. high uses of compulsory treatment, especially for Māori;
v. stagnation in seclusion reduction;
vi.  poorer physical health outcomes for people with serious mental health and/or addiction issues; and
vii.  disparity in outcomes for Māori and other population groups.

Please provide information on discrimination against persons with disabilities in the provision of healthcare, health insurance and/or life insurance by public or private service providers.
19. The Commission receives complaints concerning discrimination related to disability.  In the three years ended 28 February 2018, the Commission received 23 complaints of alleged discrimination on the prohibited ground of disability which relate to healthcare, health insurance and/or life insurance.  This figure includes some travel insurance claims declined for mental health reasons.
20. Of these:
a. 11 involved the decline of insurance due to a history of mental illness
b. most of the others were declined insurance due to other medical conditions
c. several involved not being eligible for health care at all
21. In addition to the 23, there were also fewer than five complaints that might fit in to a broad definition of ‘health care’.  Examples include support services not being adequate, or complaints about medical treatment given.
22. The Health and Disability Commissioner regularly publishes complaints data related to disability and health matters. The latest report contains analysis for the period 1 July 2016 to 30 June 2017. 
23. Trends in complaints to the Health and Disability Commissioner have remained broadly consistent over the last four years.  Issues relating to communication; missed or delayed diagnosis; inadequate treatment; inadequate assessments and inadequate coordination of care, continue to be common themes in complaints about services (including disability services).[footnoteRef:23]   [23: Health and Disability Commissioner, ‘Complaints to the HDC involving DHBs Jan-June 2017’ at http://www.hdc.org.nz/resources-publications/search-resources/complaints-to-hdc-involving-dhbs/complaints-to-hdc-involving-dhbs-jan-june-2017/ (accessed 23 March 2018)] 

Please provide information on the observance of the right to free and informed consent of persons with disabilities regarding healthcare, including sexual and reproductive health and mental health services.
24. Access to quality data concerning sexual and reproductive health for disabled people, including information on involuntary sterilisations of disabled people in New Zealand continues to be a challenge.[footnoteRef:24] Interested parties have found it difficult to source current data on this topic.[footnoteRef:25] [24:  See ‘Sterilisation and intellectually disabled people in New Zealand still on the agenda?’ C Hamilton University of Waikato, Hamilton, New Zealand (Received 7 September 2011; accepted 24 August 2012) https://researchcommons.waikato.ac.nz/bitstream/handle/10289/7070/Hamilton%202012%20Steralisation.pdf?sequence=3&isAllowed=y]  [25:  See ‘Ombudsman responds to IHC request for data on involuntary sterilization’ IHC ‘Hot Issues June 2016’ at  https://ihc.org.nz/hot-issues-june-2016 (accessed 23 March 2018)] 

Please describe to what extent and how are persons with disabilities and their representative organizations involved in the design, planning, implementation and evaluation of health policies, programmes and services.
25. As described above, a health system transformation project was launched in April 2017 which involves disabled people taking part in creating the high-level design and transformation of the current disability support system including the right to health.[footnoteRef:26] [26:  Detail of this project available at http://www.enablinggoodlives.co.nz/system-transformation/
] 

26.  Article 4(3) of the Convention promotes the active involvement by government agencies of representative organisations of disabled people which are governed by disabled people or Disabled People’s Organisations (DPO’s). In New Zealand, DPOs[footnoteRef:27] can work with Government agencies on the design and implementation of policy and legislation. This includes health initiatives; for example, DPOs are active participants in the health system transformation work. [27:  See the Office of Disability Issues ‘Disabled Persons Organization’ resource for general information on DPOs at https://www.odi.govt.nz/guidance-and-resources/new-resource-item-page-2/#Requests (accessed 23 March 2018)] 

The ‘Disabled Persons Coalition’ also represents DPO’s and broader disability representation as a partner on New Zealand’s Independent Monitoring Mechanism under the Convention.     
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