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Summary of meeting 

Transform the disability support system working group  

Date:
   
22 May 2015 

 

Time:

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



Everyone: 10:00am-3:30pm 

Venue:    
CQ Hotel, 223 Cuba Street, Te Aro, Wellington  



Attendees: Government Agencies:
· Office for Disability Issues: Paul Dickey (Chair), Megan McCoy (until 12.00 pm), Prasadi Dayatilake 
· Ministry of Health: Cheryl Graham, Kate Challis
· ACC: Raymond Burr  
· Ministry of Social Development: Georgina Muir (until 12.00 pm)
Disabled People’s Organisations
· Deafblind: Merv Cox (supported by Cheryl and 2 runners)
· People First: Christina Crawford (supported by People First: Lindsay)
· Deaf Aotearoa: Jill Dean
· Ngati Kapo: Lance Girling-Butcher  
· Blind Citizens: Paula Waby
· Disabled Persons Assembly: Rachel Noble
· Balance: Leo McIntyre (until 1.00 pm), Heather Barnett 
Advisors/Experts:
· Enabling Good Lives National Leadership Group: Gary Williams
NZSL interpreters: Shoshanna Cleary and Bridgette Strid 
Apologies: 

· Ministry of Education: Sally Jackson
· NZ Disability Support Network: Wendy Becker

· ACC: Julie Shipton-Pasgaard

· Ministry of Health: Barbara Crawford 




1. Pre-meeting of Disabled Peoples Organisations 

1.1. Disabled Peoples Organisations’ representatives met by themselves immediately before the meeting started. 
1.2. Feedback from the pre-meeting highlighted the: 
1.2.1. ongoing work of the group as a whole needs to be focused on achieving the actual outcomes in the Disability Action Plan  

1.2.2. need to reaffirm the position of a disabled person in conversations 

1.2.3. importance of advocacy for people who are struggling to engage with support services, particularly where communication is an issue 

1.2.4. importance of making sure people are aware of their rights, and know how to navigate through all the available services 

1.2.5. need for both Disabled Peoples Organisations and government agencies need to make sure Maori and Pacific people’s voices are heard in these meetings.  

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 the Office for Disability Issues will try to get more 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. Paul noted that 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, and some are still being developed. 

3.2. We will soon carry out the annual update of the Disability Action Plan. This process is intended to check that the Plan’s 13 priorities and 21 actions remain relevant. Due to the need to seek permission from Cabinet to undertake the update of the Disability Action Plan, there will be a delay of a couple of months until the update can be progressed.  

3.3. Later in the year, we will also start a process to revise the New Zealand Disability Strategy, once permission from Cabinet has been granted. 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. The Government response to the Concluding Observations from the United Nations Committee on the Rights of Persons with Disabilities is expected to be approved by Cabinet on Monday 25 May. If that happens, the Government response is planned to be released in mid-June. This will be timely to feed in to the update and review. 

3.5. Ground rules for the meeting were stated to ensure all representatives could participate: 
3.5.1. Raise your hand, if you have something to say.
3.5.2. Chair will choose who speaks, and the order of speaking.
3.5.3. One person speaks at a time. 
3.5.4. Speak normally, don’t rush. 
3.5.5. Speak plainly, and avoid using acronyms or jargon words. 
3.5.6. If anyone does not understand something, feel free to ask a question. 
3.5.7. Everyone must use the microphone. Hold it close to your mouth like you are going to lick an ice cream. 
3.5.8. Don’t turn the microphone off. The runners will hand it to you and take it back.
3.5.9. 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. 

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 whanau (whanau ora principles), and are integrated (for example in Enabling Good Lives). Lead: Ministry of Social Development, Ministry of Health, Ministry of Education.

Action 8B: Enabling Good Lives demonstration in Christchurch with the involvement of DPOs. Lead: Ministry of Social Development, Ministry of Health, Ministry of Education.

4.2. On behalf of the three agencies, Georgina gave an update on these two actions: 

4.2.1. The completion of the first year evaluation for Christchurch closely informed the design and planning for the second year of the Demonstration.  

4.2.2. At the moment, the evaluation team (MoE, MoH, and MSD, in partnership with the Local Advisory Group) is working through the design for the second year evaluation. 

4.2.3. This includes a new survey tool that specifically focuses on quality of life outcomes as a result of the Christchurch demonstration, while the overall evaluation looks at a bigger picture. 
4.2.4. The tool will be used with the participants of Enabling Good Lives and the results of the evaluation will be publically available.  

4.2.5. In the Waikato the demonstration went live on 1 July 2015. 

4.2.6. The local leadership group (comprising representatives of Disabled People and their organisations, families, providers, Iwi and government agencies) is already working with that same group of evaluators to design the evaluation process for the Waikato demonstration.   

4.2.7. Any future advice given to Government about the transformation of the wider disability system would need to take account of other initiatives here and overseas that have been successful in giving disabled people greater choice and control.   

4.3. Feedback from the discussion: 

4.3.1. It’s difficult to always remember that the work is bigger than Enabling Good Lives because that is a big focus of the updates we get.  
4.3.2. There needs to be a disabled person’s perspective in the evaluation process.  

4.3.3. Need to take care when describing what is happening. For example, in page 3 of the Action 8A and 8B update, it says that the people involved in the national leadership group are representatives from Disabled Peoples Organisations when in fact they are not. They are acting as individuals who happen to be part of a Disabled Peoples Organisation. 

4.3.4. Also, Parent to Parent (listed as being part of the group) is not a Disabled People’s Organisation. 

4.3.5. Need to be mindful of the fact that people who need services in New Zealand are spread over a wide area and the cost of meeting the needs of those people are high. 

4.3.6. Very important to move away from substituted decision making to supported decision making. 

4.3.7. Overseas, the population of disabled people is greater so service providers are able to continue and survive. But in rural New Zealand, there is not enough volume for specialist service providers to achieve economies of scale. This means that larger providers are able to provide services cheaper than specialist service providers.   
4.3.8. An unintended consequence is that while there is a perception of choice, in reality it is the mainstream options that are being pushed. The twin track approach needs to be better explained so that disabled people know of the full range of options available to them. 

4.3.9. There is concern that the Maori and Pacifika voices are not heard in this process.  

Action 9A: DPOs and government working together - joint work programme on involving DPOs 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. Megan gave an update on this action: 
4.4.1. Due to the Government response to the United Nations Concluding Observations and the International Monitoring Mechanism recommendations work, an update on this action cannot be provided. 
4.4.2. Some of the specific actions, such as the Disabled People’s Organisations working on their capability development with support from the Ministry of Social Development have been implemented. After the Concluding Observations are published, it is anticipated that work on this action will pick up.  

5. New actions – discussion on draft scope 
5.1. At the March 2015 working group meeting, there was discussion on those new actions which had been held over from 2014. Following the meeting, the lead person for each new action was to work with their helpers on the draft action scoping. 
5.2. This part of the meeting allows everyone to provide feedback on the draft scope for the new actions. The draft scope (with any changes) will be submitted to the governance meeting for approval on 19 June 2015. 
5.3. The process for co-designing the new action scopes will follow the same practice from last year: 
5.3.1. discussion and feedback at the working group meeting (March) 

5.3.2. lead plus one or two helpers to develop the scope and reflect the discussion 

5.3.3. lead can feedback on scope at the next working group meeting (May) 

5.3.4. scope to be submitted to the governance meeting for approval or further discussion if not agreed (June). 

Action 10A: Develop and implement effective ways for disabled people and DPOs 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.
5.4. Cheryll Graham gave an update on this action: 
5.4.1. Only residential services funded by the Ministry of Health are included in the scope of this action. This was partly because this is the group with the widest range of communication requirements and it was felt that the range of feedback mechanisms developed for this group would provide an excellent starting point for extending to other service users at a later point. 

5.4.2. At a later stage, the Ministry of Education and the Ministry of Social Development will gather feedback directly from disabled people receiving services funded by their departments. 
5.4.3. A Request for Information process was completed in April 2015 and following an open tender process, it is expected that a provider will be contracted to begin this work later in September 2015.

5.4.4. The provider will manage the work within the Ministry of Health and seek advice from the partners.

5.5. Feedback from the discussion: 

5.5.1. Would be good to involve the Independent Monitoring Mechanism and Disabled Peoples Organisations to represent the lived experience of disability in the monitoring process. 
5.5.2. Need to make sure the survey process is safe and accurate so that responses reflect the real experiences of a disabled person 

5.5.3. This is again an example of getting no clear idea of the bigger picture, and being locked down into tweaking particular details of single projects.  

6. Update of the Disability Action Plan: feedback on the process 
Feedback on the Disability Action Plan working group process will be helpful when considering updates to the Disability Action Plan and the revision of the New Zealand Disability Strategy. 

6.1. What is working well? 
6.1.1. The Disabled Peoples Organisations are working together more coherently.  
6.1.2. It holds agencies accountable so that when it comes to competition for resources, those agencies can show the need for actions in accordance with their obligations under the Disability Action Plan. 

6.1.3. The Disability Action Plan has raised the visibility of disability to agencies. 
6.1.4. Having time available through the day for Disabled Peoples Organisations to meet together by themselves has been helpful.  

6.2. What is not working well? 
6.2.1. The Disabled Peoples Organisations will keep track of the time allocated for their meetings together, and will notify other guests of when to enter the room in they finish discussion early.  
6.2.2. There needs to be more use of plain English in documents. 
6.2.3. The Chair of the meeting should announce the order of people who will speak, so that people know they will get their turn.  

6.2.4. There are over one million disabled people in New Zealand, and their diversity should be reflected in this work.  
6.2.5. When a question does not have an immediately available answer, it is important to acknowledge the question, and perhaps outline how that question will be answered, so that Disabled Peoples Organisations know that they are heard. 

6.3. Should something change? What are some alternative ways of working? 
6.3.1. Government officials could have their own officials’ only time to gather their thoughts.  
6.3.2. It would be helpful to share information between working groups. Disabled Peoples Organisations also need to take responsibility in this sharing between working groups. 

6.3.3. Perhaps a website or online group can be created so that specific information can be shared quickly with people. 

6.3.4. Disabled Peoples Organisations need to use the opportunity given to influence the agenda setting before the meetings. 
6.4. Any other thoughts on how the Disability Action Plan is working out? 

6.4.1. There are a number of different projects that contribute to the Disability Action Plan and it takes a lot of effort to draw them all together to have an overall picture of what is happening to transform the service system. So it is important to continue to communicate between the different working groups because they all contribute to transforming the service system.
6.4.2. It would be helpful in the summary of the meetings to have a list of follow up actions brought up at the meeting. 
Follow up actions agreed to at the meeting 





Action 8A 


Diane Anderson will provide more information about the new Quality of Life Survey tool, and the questions asked, for the Enabling Good Lives evaluation process. 





Action 10A 


Barbara Crawford may be able to provide more information about distributing copies of the questions that will be used by the provider when getting disabled peoples’ opinions about the quality of services they receive. Cheryl Graham will follow up on this question. 








Next steps for other actions





Action 9A 


A plan for this action will be provided at the next Disabled Peoples Organisation meeting on 18 June. 











