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Summary of meeting 

Transform the disability support system working group  

Date:
   
25 March 2015 

 
Time:

Disabled Peoples Organisations only: 9:00am-10:00am 



Everyone: 10:00am-4:30pm 

Venue:    
Kingsgate Hotel, Hawkestone Street, Thorndon, Wellington 



Attendees: Government Agencies:

· Office for Disability Issues: Paul Dickey (Chair), Prasadi Dayatilake, 
Ministry of Health: Kate Challis, Cheryl Graham, Rebecca Purcell-Hewitt 
· Ministry of Social Development: Georgina Muir, Diane Anderson 
Disabled People’s Organisations
· Deafblind: Merv Cox (supported by Cheryl and 2 runners)
· People First: Christina Crawford (supported by People First)
· Deaf Aotearoa: Jill Dean
· Ngati Kapo: Lance Girling-Butcher  
· Blind Citizens: Paula Waby
· Disabled Persons Assembly: Rachel Noble
Advisors/Experts:
· Enabling Good Lives National Leadership Group: Gary Williams
· NZ Disability Support Network: Wendy Becker
NZSL interpreters: Shoshanna Cleary and Judith Reweti
Apologies: 
· Office for Disability Issues: Megan McCoy

· Ministry of Health: Barbara Crawford (attended discussion on action 10A)  

· Balance: Leo McIntyre 

· Ministry of Education: Sally Jackson 

· ACC: Jo-Ann Talbot 

1. Pre-meeting of Disabled Peoples Organisations 

1.1. Disabled Peoples Organisations’ representatives met by themselves immediately before the meeting started. 
Christina Crawford provided feedback from the meeting: 

1.1.1. The agenda for the Transform the Disability Support System working group is motivated by the Ministry of Social Development. Disabled Peoples Organisations are not being involved in the decision making on what makes up the agenda. 
1.1.2. Although the Disabled Peoples Organisations agree about the goals of the working groups, the working group process has not been explained well.
1.1.3. There is a general feeling of not being included as partners. Often items will be moved in and out of the agenda without any consultation with the Disabled Peoples Organisations, or Disabled Peoples Organisations will be asked to provide feedback on something, to then never hear of it again. 
1.1.4. There is also the issue of relevant material not being sent out early enough, and the material that is being sent not being detailed enough so that people have the opportunity to properly reflect and contribute to the discussions, especially for those that do not use email for contact. 
1.1.5. It would be helpful for the Disabled Peoples Organisations to have an opportunity to touch base before or after lunch to see if there are substantial issues that still need to be raised. 
1.1.6. Transforming services is bigger than just Enabling Good Lives, it’s important not to limit the work that is being done.  
2. Introduction 

2.1. Paul introduced the agenda for this fourth working group meeting by reflecting on what has been happening since the last meeting. 
2.2. Paul noted that Disabled Peoples Organisations should ensure their representatives are properly briefed before the working group meetings. Paul also noted that in order to facilitate this, the Office for Disability Issues will try to get better information out to the Disabled Peoples Organisations earlier.  
2.3. It is intended that these meetings support an ongoing co-design and collaborative approach with implementation and add value by helping implementation to evolve in line with the Disability Action Plan’s agreed vision and person-driven outcomes.

3. Updates: 

3.1. The United Nations Committee on the Rights of Persons with Disabilities examined New Zealand for the first time in September 2014. Its Concluding Observations reflected many of the priorities and the actions in our Disability Action Plan. Some actions are progressing well, some have slowed down, and some are still to be developed. 

3.2. It is also timely that we will soon carry out the annual update of the Disability Action Plan. This process, which has not been worked out yet, is intended to check that the Plan’s 13 priorities and 21 actions remain relevant. 

3.3. Later in the year, we will also start the review of the New Zealand Disability Strategy. This is intended to reinvigorate the longer term domestic commitment and approach to improving disabled people’s lives, operating under the framework of the Convention on the Rights of Persons with Disabilities.

3.4. Ground rules for the meeting were stated to ensure all representatives could participate: 
3.4.1. Raise your hand, if you have something to say.
3.4.2. Chair will choose who speaks, and the order of speaking.
3.4.3. One person speaks at a time. 
3.4.4. Speak normally, don’t rush. 
3.4.5. Speak plainly, and avoid using acronyms or jargon words. 
3.4.6. If anyone does not understand something, feel free to ask a question. 
3.4.7. Everyone must use the microphone. Hold it close to your mouth like you are going to lick an ice cream. 
3.4.8. Don’t turn the microphone off. The runners will hand it to you and take it back.
3.4.9. Say your name every time you speak. This is for Merv, so that he knows who is speaking. 
4. Existing actions – update on progress and alignment

4.1. For each of the actions, this section will involve: 
4.1.1. an update from the lead on progress since November 2014 
4.1.2. opportunity for Disabled Peoples Organisations to provide feedback to the lead on alignment with the person-directed outcomes 
4.1.3. opportunity for any other feedback to the lead 
4.1.4. summary of any agreement/disagreement. 

4.2. Action 8A: Evaluate learning from the Enabling Good Lives Christchurch demonstration in 2014/15, and consider in 2015/16 improved assessment processes which are culturally responsive, strength based, holistic, involve whānau (whānau ora principles), and are integrated (for example in Enabling Good Lives) (Lead: Ministry of Social Development, Ministry of Health, and Ministry of Education).

4.2.1. Georgina Muir stated that the evaluation of the Enabling Good Lives demonstration in Christchurch will continue throughout the demonstration. Diane Anderson is leading the evaluation with input from Health and Education. The evaluation objectives are focused on: 
4.2.1.1. what is being implemented
4.2.1.2. what constitutes a good life for disabled people and how that changes over time
4.2.1.3. what outcomes are being achieved by people participating in it
4.2.1.4. how schools, providers, government agencies have positioned themselves to support disabled people to have a good life, and 
4.2.1.5. ultimately, to identify what lessons can be identified to scale up the approach beyond Christchurch.

4.3. Action 8B: Enabling Good Lives demonstration in Christchurch with the involvement of Disabled Peoples Organisations (Lead Ministry of Social Development, Ministry of Health, and Ministry of Education). 
4.3.1. Diane, Georgina, and Gary Williams gave an update: 

4.3.1.1. The focus of the demonstration started on younger people with very high and complex needs who were getting Ongoing Resourcing Scheme funding
4.3.1.2. Some issues were identified in implementation, such as: 
4.3.1.2.1. starting up in Christchurch too fast with not enough preparation
4.3.1.2.2. need better communication, and understanding of co-design and how to do that 
4.3.1.2.3. planning 
4.3.1.2.4. leadership issues. Leadership and collaboration are important to bring about change.    
4.3.1.3. Enabling Good Lives Waikato demonstration is learning from these issues. It will focus much more on local leadership groups. Communication with multiple stakeholder groups is already a core part of the planning. Waikato will also take a different approach in that it will focus on whānau Māori and Māori outside of urban areas, families with young disabled children, people for whom a different solution is needed, and people who are close to the labour market but cannot get a job.    
4.3.1.4. The next stage for the Christchurch demonstration is to talk to a range of people to look at quality of life outcomes for disabled people. 

4.3.2. Feedback from discussion:  
4.3.2.1. There is a real sense of positiveness about Enabling Good Lives. However, there is still the issue that in the meantime there are a number of young people and families who are missing out, and concern that improvements to the existing system are on hold until decisions on Enabling Good Lives are made. 
4.4. Action 9A: Disabled Peoples Organisations and government working together - joint work programme on involving Disabled Peoples Organisations in decisions that affect disabled people agreed by the Chief Executives’ Group on Disability Issues and Independent Monitors on 21 August 2013 (Lead: Office for Disability Issues).

4.4.1. Paul stated that Megan McCoy has made a commitment that a plan relating to this action will be discussed with the Disabled Peoples Organisations in May 2015. 
5. Ministry of Health Disability Standards Review
5.1. Hannah Kerr from the Ministry of Health joined the meeting and gave an update on the review:  

5.1.1. The disability safety standards currently only apply to residential services with five or more residents, which is an issue as we are moving towards more people living in the community, and we need to look at support for them.

5.1.2. The review aims to create rules that enable disabled people to live everyday lives without greater risk or harm compared to other New Zealanders. 

5.1.3. The review applied a co-design approach from the start, and focused on recommendations from the “Putting People First” report. 

5.1.4. Developed a framework with the individual at the centre with a layer of safeguards outside of the provider that empowers that person, a layer beyond supporting carers, and beyond that the rules. 

5.1.5. Also looking at what people can do themselves. 

5.2. Feedback from discussion: 

5.2.1. The rules are like an ambulance waiting for someone to go off a cliff – need more emphasis on prevention and resolving issues.

5.2.2. It is important to involve disabled people in the process and for them to have a presence, as they can feel outnumbered by non-disabled people. 

5.2.3. A potential risk of having such safeguards is that you may prevent a person from becoming having the freedom to do what they like and be themselves because you are worried they are going to hurt themselves. Independence is important. 

5.2.4. Need to ensure it is clear what is expected of disabled people as a result: to be active and contribute and not passive recipients of services.
5.2.5. Choice and risk taking for disabled people should be allowed. 
5.3. Georgina and Hannah agreed that there is potential to collaborate with regard to the review and a project looking at what’s been done to ensure accountability and enabling good lives under the Enabling Good Lives project.    
New actions – discussion on draft scope 

5.4. The process for co-designing the new action scopes will follow practice from last year: 
5.4.1. discussion and feedback at the working group meeting (March) 

5.4.2. lead plus one or two helpers to develop the scope and reflect the discussion 
5.4.3. lead can feedback on scope at the next working group meeting (May) 
5.4.4. scope to be submitted to the governance meeting for approval or further discussion if not agreed (June). 

5.5. Action 10A: Develop and implement effective ways for disabled people and Disabled Peoples Organisations to provide feedback (both qualitative and quantitative) safely about the quality of services and support and to monitor, evaluate, and scrutinise and make providers accountable to funders for achieving outcomes (Lead: Ministry of Health). 

5.5.1. Barbara Crawford joined the discussion and stated that this action is about setting up a mechanism to obtain the views and feedback from people who use services funded by the Ministry of Health.
5.5.1.1. The scope of the review initially proposed more, but was reduced to people using residential services because of financial limitations in the  Ministry of Health.
5.5.1.2. First, a Request for Information was put up for tender as part of the procurement process to see how organisations would design the mechanism and run it to get feedback. Now, a Request for Proposal is being prepared in order to secure an organisation who will provide this work for the Ministry of Health. 
5.5.1.3. On the Request for Proposal panel there could be another government agency such as the Ministry of Social Development, or the Ministry of Education. 
5.5.2. Feedback from discussion: 
5.5.2.1. There are concerns about what the next steps are if the Ministry of Health cannot afford this work and what it would mean for the Disability Action Plan. Maybe this needs to be discussed at the next governance meeting.      
5.5.2.2. It is important to have a disabled person in the group. Candidates for this position can be recommended later.  
5.5.2.3. Some providers are already using feedback and would be interested in sharing their experiences. 

5.5.3. Rachael Noble and Wendy Becker will work with Barbara on the new action template and mapping how to go forward. 
5.5.3.1. The Ministry of Social Development and the Ministry of Education are also involved. 
5.5.3.2. Other members from Disabled Peoples Organisations will discuss this within their organisations and come back to Barbara with feedback. 
5.5.3.3. This will then be discussed at the next working group in May 2015.  

6. Update of the Disability Action Plan 
6.1. Paul invited discussion on 3 deferred actions in this shared result:
6.1.1. Action 8C: deferred until 2015/2016: A good start in life: Develop policy options to improve government supports for parents, family and whānau of disabled children aged 0-6 years (Lead: Ministry of Education). 
6.1.2. Action 10B: deferred until 2015/2016: Ensure providers are responsive to disabled people and provide choice and tailoring of services. Explore how provider performance should be assessed, including through accreditation, provider performance measurement, and contract monitoring systems (Lead: Ministry of Health). 
6.1.3. Action 10C: deferred until 2015/2016: Explore how the Mental Health (Compulsory Assessment and Treatment) Act 1992 relates to the New Zealand Bill of Rights Act 1990 and the CRPD (Lead: Ministry of Health). 
6.1.4. Kate stated that Action 10C came up through the UN Convention and the Committee’s finding on NZ and is on their work plan for the coming 12-18 months. 
7. Other feedback
7.1. After discussions at this meeting, the Disabled Peoples Organisations feel much more informed and know what to do. 

7.2. Transforming disability support services is not about tweaking services. 

7.3. Enabling Good Lives is about a set of principles, not just the two demonstrations. 

7.4. Need greater inclusion of older disabled people and not always focus on younger disabled people. 

7.5. Need clear communication and feedback on the working groups between Government representatives and Disabled Peoples Organisations in between meetings, so people can stay updated. 

7.6. Not clear on whether/how much the Disabled Peoples Organsiations can question progress updates. 

7.7. Longer meetings are helpful and allow Disabled Peoples Organisations more time to prepare and ask questions. 
7.8. Feel decisions are made outside of process.  

7.9. Need Disabled Peoples Organisations only time in the middle or later in the day. 

7.10. Disabled Peoples Organisations are committed to the process and want to make it work. 

7.11. Need papers and details in advance so questions can be prepared and asked – can’t always respond to verbal updates. 

7.12. What is the end goal of tasks – how will we know when we get there? 
7.13. How can local authorities, for example District Health Boards, be harnessed and inform discussions? 
1

