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[bookmark: _Toc161059620]Introduction
The Health and Disability Commissioner (HDC) is reviewing the Health and Disability Commissioner Act 1994 (the Act) and the Code of Health and Disability Services Consumers’ Rights (the Code).
[bookmark: _Hlk160525945]This document is a summary of the consultation document ‘Review of the Health and Disability Commissioner Act 1994 and the Code of Health and Disability Services Code of Rights: a consultation document’. If you want more information to help you have your say, you can find the full consultation document here https://review.hdc.org.nz. 
[bookmark: _Toc161059621]Have your say
We want to know what you think about how we can make the Act and the Code better. We ask questions on five topics: 
· Supporting better and equitable complaint resolution;  
· Making the Act and the Code more effective for, and responsive to the needs of, Māori; 
· Making the Act and the Code work better for tāngata whaikaha | disabled people; 
· Considering options for a right of appeal of HDC decisions; and
· Minor and technical improvements. 
You can answer all or some of the questions in the following ways:
· Complete our online survey at https://review.hdc.org.nz;
· Download the online survey at https://review.hdc.org.nz and send your completed form to review@hdc.org.nz or PO Box 1791, Auckland, 1140; and
· Send us your thoughts to the email or postal address above.
Closing date for feedback is 5pm, Wednesday 31 July 2024. 
You can learn more about the consultation and consultation events on our website https://review.hdc.org.nz. If you have any questions, you can: 
· Email review@hdc.org.nz; 
· Call or text 027 283 2219 or 6448975955 if you are using the New Zealand Relay 
Service: www.nzrelay.co.nz; and
· Freephone 0800 11 22 33, available Monday to Friday 8:30am-6pm, to arrange for the review team to call you back. 
[bookmark: _Toc161059622]Next steps
Your thoughts will help us create a report to the Minister of Health recommending changes to the Act and the Code. Under our Act, the Minister of Health must present a copy of the report to Parliament within 12 working days of receiving it. It’s then up to the Minister of Health and the Government to decide if they want to progress our recommendations.
Your thoughts will also help us improve the way we do things.
[bookmark: _Toc161059623]The Act and Code
HDC’s job is to promote and protect the rights of people using health and disability services. We do this by promoting the Code and resolving complaints where people’s rights may have been breached. 
[bookmark: _Hlk159490226][bookmark: _Hlk156315093]The Act sets out what HDC can do, including how complaints can be resolved. It also sets out the roles of an independent Nationwide Health and Disability Advocacy Service (the Advocacy Service) and an independent Director of Proceedings. The Advocacy Service tells people about the Code and helps them to raise and resolve their concerns directly with providers. The Director of Proceedings deals with the most serious complaints in the Health Practitioners Disciplinary Tribunal and the Human Rights Review Tribunal. 
[bookmark: _Toc161059624]Words we use
Here are some words we use in this paper and what they mean. 
· Disability. We use the United Nations’ definition of disability meaning ‘people who have long-term physical, mental, intellectual or sensory impairments which in interaction with various barriers may hinder their full and effective participation in society on an equal basis with others’. This idea of disability includes people with lived experience of mental distress and/or harm from substance use or gambling. 
· Hohou te rongo. Hohou te rongo describes methods of resolving disputes using principles and values from te ao Māori (Māori worldviews).
· Hui ā-whānau. Hui ā-whānau is a whānau gathering (inclusive of the consumer) facilitated using Māori methods of engagement and protocols. 
· Tāngata whaikaha | disabled people. Tāngata whaikaha is a strengths-based description of disability meaning to have strength, to have ability and to be enabled. The term ‘disabled people’ is used by the New Zealand Disability Strategy. Many people prefer to use identity-first language, 'disabled people', to express pride in their disability.
· Tāngata whai ora. Tāngata whai ora means ‘people seeking wellness’ and can refer to people using mental health and addiction services. 
· Te ao Māori. Te ao Māori refers to Māori worldviews and draws on mātauranga Māori (Māori knowledges, values, perspectives, creativity and practices).
· Te Tiriti o Waitangi | the Treaty of Waitangi (te Tiriti | the Treaty). At the heart of te Tiriti | the Treaty is the exchange of rights and responsibilities between the British Crown and Māori / tangata whenua (the indigenous people of Aotearoa New Zealand). Te Tiriti | the Treaty promised to protect Māori property and enable tangata whenua to live as Māori in Aotearoa New Zealand. At the same time, te Tiriti | the Treaty gave the British Crown the right to govern Aotearoa New Zealand, representing the interests of all, including Māori.   
· Tikanga. Tikanga Māori (tikanga) are customary practices rooted in core beliefs, values and principles broadly shared among Māori and informed by mātauranga Māori. While the intent of tikanga is similar across different hapū (whānau groups sharing descent across a common ancestor) and iwi (tribe), how these values are applied may differ.
· Whānau. Traditionally, ‘whānau’ most often refers to family members connected by blood but may include in-laws and adopted family members. In modern usage, whānau extends to include people with close relationships, and who come together for a shared purpose. People define their whānau for themselves when using health and disability services.

[bookmark: _Toc161059625]Topics for feedback
[bookmark: _Hlk158035112][bookmark: _Toc161059626][bookmark: _Hlk158628715]Topic 1: Supporting better and equitable complaint resolution
[bookmark: _Toc161059627]Issues
We’ve heard that:
· There are barriers to using complaint processes; 
· The Act’s principles of ‘fair, simple, speedy, and efficient’ for resolving complaints aren’t being met as well as they could be; 
· Complaint processes could be more focused on people; and 
· Obligations in the Code for culturally responsive practice could be clearer. 
We think we can make the Act and the Code better by: 
· Helping all New Zealanders to speak up for themselves and raise concerns directly with providers, including with the help of advocates; 
· Helping HDC concentrate on complaints that need our attention most; and  
· Making sure te Tiriti | the Treaty is put into action in practical ways. 
What we’re doing already
Recently we’ve introduced: 
· Hui ā-whānau and hohou te rongo to help resolve complaints;  
· Clinical navigators to guide people in the complaints process; 
· Surveys to see how people making complaints and service providers feel about our process; and 
· Improvements to how we look at complaints right from the start.
[bookmark: _Hlk158035143]Question
· [bookmark: _Hlk153361260][bookmark: _Hlk157460294]1.1: Did we cover the main issues about supporting better and equitable complaints resolution? 
[bookmark: _Toc161059628]Suggestions 
[bookmark: _Hlk157460545]We seek feedback on the following suggestions for changes to the Act and the Code to support better and equitable complaint resolution for all New Zealanders. 
Amend purpose statement 
[bookmark: _Hlk157423752]An option for improving the Act is to broaden its purpose statement for complaint resolution from ‘fair, simple, speedy, and efficient’ to also focus on people-centred practice. This could involve adding the concept of upholding mana into the purpose statement. Mana is a concept from te ao Māori that describes a spiritual force or power that resides in all people(s), in objects, or the environment, and includes respect and autonomy.
Clarify cultural responsiveness 
[bookmark: _Hlk157465456]We propose rewording Right 1 (Respect) of the Code to be more inclusive and set expectations of cultural responsiveness that align with sector standards. This includes acknowledging the right of Māori to bring te ao Māori (Māori worldviews) to health and disability services. Cultural responsiveness also recognises the needs, values, and beliefs of groups, such as tāngata whaikaha | disabled people, people from LGBTQIA+ communities, as well as people from diverse ethnic groups.  
Clarify the role of whānau 
[bookmark: _Hlk157463789]We propose the following changes to the Code, to clarify the role of whānau in the consumer–provider relationship and to help providers provide for whānau participation appropriately.
· Changing the wording in Right 3 (Dignity and Independence) from ‘independence’ to ‘autonomy’ to recognise the interdependence people often have with whānau and support networks.
· Strengthening Right 8 (Support) to include the right to have whānau involved, even where they cannot be present physically. 
· Clarifying Right 10 (Right to Complain) to explicitly allow for complaints to be made by support people on behalf of the consumer. 
Ensure gender-inclusive language
We propose changes to the Code to update the language to be gender inclusive by replacing ‘him or her’ with inclusive language. 
Protect against retaliation
We propose changes to Right 10 to include a non-retaliation clause to help people to feel safe to complain. 
Clarify provider complaints processes
We propose changes to Right 10 to set more explicit expectations for provider complaint processes, including promoting the right to complain.  
Strengthen the Advocacy Service
We want to hear from you about the opportunities you see to strengthen the role of the Advocacy Service to better meet the needs of people and communities and enhance collaboration with HDC. 
[bookmark: _Hlk157524884]Improve the language of complaint pathways in the Act
We want your thoughts on changing the language of the complaint resolution pathways:
· Changing ‘no further action’ to, for example, ‘no investigative action’ to be empowering and reflective of the work undertaken to assess and resolve the complaint;
· Changing ‘mediation conference’ to, for example, ‘facilitated resolution’ to encourage broader forms of resolution such as restorative practice and processes led by tikanga.
[bookmark: _Hlk157460902]Questions
· [bookmark: _Hlk158035190]1.2: What do you think of our suggestions for supporting better and equitable complaint resolution, and what impacts could they have?
· 1.3: What other changes, both legislative and non-legislative, should we consider for supporting better and equitable complaint resolution?
[bookmark: _Hlk158035211]

[bookmark: _Toc161059629]Topic 2: Making the Act and the Code more effective for, and responsive to, the needs of Māori
[bookmark: _Toc161059630]Issues
Māori aren’t benefiting equitably from the Act and the Code.  
· Māori engage less with HDC and the Advocacy Service than expected given the experiences of, and outcomes for, Māori in the health and disability sector. 
· Promotion of the Code is not reaching Māori communities. When it does, many feel that Code rights and complaint processes are not designed for them. 
· Complaint processes and interpretation of rights often don’t reflect te ao Māori values and tikanga. 
· [bookmark: _Hlk157525445]Te Tiriti | the Treaty and its practical application is also largely absent from the Act and the Code. 
When te Tiriti | the Treaty is honoured, it helps Māori thrive. Making the Act and the Code effective for, and responsive to, the needs of Māori will support the Crown to honour its obligations under te Tiriti | the Treaty and lead to better outcomes for Māori using health and disability services. 
What we’re already doing
Recently we created a Director Māori role in leadership, along with a small team, to make HDC more responsive to the needs of Māori, help providers to be more responsive, and raise awareness of HDC in Māori communities.    
[bookmark: _Hlk157461000]Question 
· 2.1: Did we cover the main issues about making the Act and Code more effective for, and responsive to, the needs of Māori? 
[bookmark: _Toc161059631][bookmark: _Hlk160010430]Suggestions
We want to hear your thoughts on our suggestions for changing the Act and the Code to be more effective for, and responsive to, the needs of Māori.  
1. Incorporate tikanga into the Code 
We want to hear whether tikanga should be incorporated into the Code and what needs to be in place to protect how tikanga is understood and applied. We’re aware that tikanga is interconnected, and tikanga cannot be viewed in isolation. 
We’ve heard that if we were to incorporate only one element of tikanga then ‘mana’ captures the essence of other elements and would have the strongest impact. As a starting point for feedback, we propose to add to Right 1 (Respect) that every consumer has the right to have their mana upheld. 
Give practical effect to te Tiriti | the Treaty in the Act
Adding protections into the Act to give practical effect to te Tiriti | the Treaty will help make sure te ao Māori values and tikanga are applied with integrity. Our suggestions for the Act to give practical effect to te Tiriti | the Treaty include amendments to provide for: 
· Processes to ensure equitable Māori engagement and leadership in the operation of the Act and the Code. For example, requiring HDC to make and maintain effective links with iwi/Māori and engage with iwi/Māori when reviewing the Act and the Code, and in the development of Advocacy Service guidelines.
· Māori values and worldviews, overseen by Māori. For example, including the promotion and protection of tikanga in the functions of HDC and the appointment of a Deputy Commissioner Māori. 
· Māori to benefit equitably from health and disability rights as Māori. For example, changing complaint processes to better align with tikanga.
[bookmark: _Hlk157461061]Questions 
· [bookmark: _Hlk158035386]2.2: What do you think about our suggestions for making the Act and the Code effective for, and responsive to, the needs of Māori, and what impacts could they have?
· 2.3: What other changes, both legislative and non-legislative, should we consider for making the Act and the Code effective for, and responsive to, the needs of Māori? 
[bookmark: _Toc161059632][bookmark: _Hlk158035397]Topic 3: Making the Act and the Code work better for tāngata whaikaha | disabled people 
[bookmark: _Toc161059633]Issues
· Since the Act and the Code were first developed, there have been shifts in understanding of the rights of tāngata whaikaha | disabled people and the provision of supports and services, including in relation to mental health and addiction. The Act and the Code can be strengthened to reflect a modern understanding of disability rights, including the rights of tāngata whai ora, and of service provision.
· HDC is also seeking feedback on an earlier review, which looked at whether adults unable to consent should be able to participate in research, and, if so, what safeguards should be in place. 
Updating the Act and the Code to support tāngata whaikaha | disabled people would support the Government to uphold its commitments under the United Nations Convention on the Rights of Persons with Disabilities (CRPD). Updates to the Act and the Code would also contribute to better and more equitable outcomes for tāngata whaikaha | disabled people when they access health and disability services.
What we’re doing already  
Traditionally, HDC has had a Deputy Commissioner, Disability and a dedicated delegation for mental health and addiction complaints. Recently, HDC made changes to improve how we work for tāngata whaikaha | disabled people, including:
· Improving how we measure and report on disability issues;
· Monitoring the experience of tāngata whaikaha | disabled people in our complaints processes to improve accessibility and responsiveness; 
· [bookmark: _Hlk160062230]Responding to trends from complaints about disability support services and opioid substitution treatment; and
· Reviewing and updating our resources to ensure they are accessible, modern, and culturally appropriate. 
[bookmark: _Hlk158035435]Question 
· 3.1: Did we cover the main issues about making the Act and the Code work better for tāngata whaikaha | disabled people? 
[bookmark: _Toc161059634]Suggestions 
[bookmark: _Hlk157461214]We seek feedback on the following suggestions for the Act and the Code as they relate to tāngata whaikaha | disabled people. We also seek feedback on HDC’s draft recommendations for unconsented research.
1. Strengthen disability functions 
Adding a legislated role focused on disability issues could strengthen oversight of complaints from a disability perspective, enhance HDC’s focus on the rights of tāngata whaikaha | disabled people and promote trust and engagement with HDC. This could include adding a reporting requirement to the Minister for Disability Issues as well as the Minister of Health.
Update definitions relating to disability
The definitions of ‘disability services’ and ‘disability services provider’ in the Act could be revised to reflect modern strengths-based concepts of disability, aligned with the CRPD. 
Strengthen references to accessibility 
[bookmark: _Hlk157465833][bookmark: _Hlk159316438]We propose changes to the Code to explicitly reference accessibility in Right 5 (Effective Communication) and in Right 10 (Right to Complain). We also propose removing the words ‘reasonably practicable’ in Right 5 in relation to the right to a competent interpreter. 
[bookmark: _Hlk157466232][bookmark: _Hlk157466033]Strengthen and clarify the right to support to make decisions
We propose the following changes to clarify that a person should be supported to make decisions about their care to their fullest decision-making ability.
· Strengthen Right 5 (Effective Communication) in the Code to explicitly reference the right to support to understand information.
· Update the language in Right 7 (Informed Choice and Consent) relating to ‘competence’ and ‘incompetence’ to decision-making capacity to align with the Law Commission’s review of adult decision-making capacity law.  
· Strengthen Right 7(3) to reference the right to support to make decisions.  
· Update the language in Right 7(4) from consumer’s ‘views’, to ‘will and preferences’, to align with the language of the CRPD.
· Strengthen Right 7(4)(c)(ii) to make sure that the will and preferences of people who will never have legal decision-making capacity are taken into account.
Progress consideration of HDC’s draft recommendations relating to unconsented research 
A review by HDC in 2019 recommended that some health and disability research that is not currently permitted should be allowed, in limited circumstances and with robust safeguards. The intent was to support greater knowledge of specific conditions and improve treatment and services for groups affected by those conditions. The next step for this review was to seek public feedback on HDC’s recommendations.
The test HDC recommended for research when people could not consent was that research could go ahead only if it posed ‘no more than minimal foreseeable risk and no more than minimal foreseeable burden’ on the consumer. Recommended safeguards included that suitable people who cared about the person could prevent their participation in the research; and that specialist ethics committees would oversee the research. We would like to know what you think of these recommendations.
[bookmark: _Hlk157461821]You can read the full 2019 report at https://tinyurl.com/unconsented-research. 
Questions 
· [bookmark: _Hlk158035467]3.2: What do you think of our suggestions for making the Act and the Code work better for tāngata whaikaha | disabled people, and what impacts could they have? 
· [bookmark: _Hlk158035528]3.3: What other changes, legislative and non-legislative, should we consider for making the Act and the Code work better for tāngata whaikaha | disabled people? 

[bookmark: _Toc161059635]Topic 4: Considering options for a right of appeal of HDC decisions
[bookmark: _Toc161059636]Issues
A petition to the Health Select Committee argued that there are limited options to challenge HDC decisions and that introducing a right to appeal HDC decisions would strengthen the promotion and protection of the rights of people accessing health and disability services. Considerations for assessing the value of an appeal include the potential costs and impacts of delay; the importance of reaching final resolution; and the expertise of the initial decision-maker.
What we’re doing already
Over the last few years, HDC has reviewed and improved our ‘closed file review’/internal review process and clarified decision-making guidance relating to taking no further action and notifying an investigation.
[bookmark: _Hlk157462164]Question 
· 4.1: Have we covered the main issues about considering options for a right of appeal of HDC decisions? 
[bookmark: _Toc161059637]Suggestions
[bookmark: _Hlk157462035]We seek feedback on the following suggestions for the Act to challenge HDC decisions.
1. Introduce a statutory requirement for review of HDC decisions 
Currently, HDC can undertake internal reviews of decisions if requested. The Act could be amended to require such reviews. This option could include a requirement that the original decision-maker is not part of the review or that there is peer involvement. Another variation of this option could be for an entirely independent review panel or body. 
Lower the threshold for access to the HRRT 
The HRRT considers breaches of rights concerning the Privacy Act 2020 and the Human Rights Act 1993 in addition to our Act. The threshold for accessing the HRRT is highest under our Act, which requires a breach decision by HDC to be made following an investigation. 
The threshold could be lowered to the equivalent level of the Privacy Act, which generally requires a complaint to be investigated, or reduced further to the equivalent level as the Human Rights Act, which requires only that a complaint be made to the Human Rights Commissioner. Different thresholds would require different levels of resourcing for the HRRT.
[bookmark: _Hlk157462259]Questions 
· [bookmark: _Hlk158035588]4.2: What do you think about our suggestions for considering options for a right of appeal of HDC decisions, and what impact could they have?
· 4.3: What other options for a right of appeal of HDC decisions, both legislative and non-legislative, should we consider? 
[bookmark: _Toc161059638][bookmark: _Hlk158035599]Topic 5: Minor and technical improvements 
[bookmark: _Toc161059639]Issues and suggestions
The Act and the Code review provides an opportunity to identify minor and technical improvements. Suggestions for the Act and the Code are listed below.
a. Revise the requirements for reviews of the Act and Code.
b. Increase the maximum fine for an offence under the Act from $3,000 to $10,000.
Give the Director of Proceedings the power to require information. 
Introduce a definition for ‘aggrieved person’. 
Allow for substituted service.
Provide HDC with grounds to withhold information where appropriate. 
Expand the requirement for written consent for sedation that is equivalent to anaesthetic.
[bookmark: _Hlk157462787][bookmark: _Hlk158035621]Clarify that written consent is required when there is a significant risk of serious adverse effects. 
Clarify the Code’s definition of ‘teaching’ and ‘research’.
[bookmark: _Hlk159492237]Questions 
· 5.1: What do you think about the issues and our suggestions for minor and technical improvements, and what impacts could they have?
· 5.2: What other minor and technical improvements, both legislative and non-legislative, should we consider? 
Respond to advancing technology
We also want to hear your views on how the rights of people accessing health and disability services can be promoted and protected in the context of advancing technology, including artificial intelligence and related changes to service provision. 
[bookmark: _Hlk157462919][bookmark: _Hlk158035653]Questions
· 5.3: What are your main concerns about advancing technology and its impact on the rights of people accessing health and disability services? 
· 5.4: What changes, both legislative and non-legislative, should we consider to respond to advancing technology?
[bookmark: _Toc159242231][bookmark: _Toc159418998][bookmark: _Toc159419071]Thank you for reading this document. We look forward to your feedback.
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