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	Summary of meeting

	Ensure personal safety working group

	Date:
	8 August  2014
	Time:
	2:00 pm to 4:30 pm

	Venue:
	Kingsgate Hotel, Hawkestone Street, Thorndon, Wellington

	Attendees:
	Government agencies:
· Office for Disability Issues: Megan McCoy, 
Paul Dickey (Chair)
· Ministry of Social Development: Kendra Bari, Donna McKenzie
· Ministry of Health: Chris Carroll and Barbara Crawford
· Ministry of Education: Kathryn MacIver

· Ministry of Justice: Graham Bussell
Disabled People’s Organisations:

· Disabled Persons Assembly: Brendon Murray
· People First: Raymond Thoumine (supported by Alexia Garbutt)
· Blind Citizens: Amanda Stevens
· Balance: Richard Stephens
· Deaf Aotearoa: Lee Bullivant
· Deafblind: Merv Cox (supported by Cheryl Cox)
Advisors:

· Auckland Disability Law: Neera Jain
NZSL interpreters: Judith Reweti, Elinor Cuttiford

	Apologies:
	Ministry of Civil Defence and Emergency Management: 
Jenna Rogers, Shane Bayley
Ministry of Social Development: Liz Tanielu
Ministry of Health: Diane Owenga

Parent to Parent: Jim Craig


1. 
Introduction
1.1 Disabled People’s Organisation met by themselves immediately before this meeting started.

1.2 Paul introduced the agenda for this first working group meeting, welcomed the new advisor members, and briefly talked about the Disability Action Plan and its new supporting governance and implementation mechanisms. 
1.3 The working groups in each of the four shared results will bring together government agencies, Disabled People’s Organisations 
1.4 Ground rules for the meeting were stated to ensure all representatives could participate:

1.4.1 Raise your hand, if you have something to say.
1.4.2 Paul will choose who speaks, and the order of speaking.
1.4.3 One person speaks at a time. 

1.4.4 Speak normally, don’t rush. 

1.4.5 Speak plainly, and avoid using acronyms or jargon words. 

1.4.6 If anyone does not understand something, feel free to ask a question. 

1.4.7 Everyone must use the microphone. Hold it close to your mouth like you are going to lick an ice cream. 

1.4.8 Don’t turn the microphone off. The runners will hand it to you and take it back.
1.4.9 Say your name every time you speak. This is for Merv, so that he knows who is speaking. 
This meeting aims to achieve two things

1.5 The agenda is focused on:

1.5.1 briefly catching up on what has been done so far

1.5.2 taking the new actions forward. 

What is the Disability Action Plan?
1.6 Paul briefly outlined the Disability Action Plan and the role of the working groups. One of the documents sent out has background information on the Disability Action Plan, which hopefully answered key questions about it. A copy of the Plan was also sent out.
1.7 The Plan was approved by the Ministerial Committee on Disability Issues in April 2014. The Ministerial Committee has been given responsibility by Cabinet to set priorities across government in relation to disabled people. 

1.8 The Plan prioritises actions that require government agencies to work together with each other, and with Disabled People’s Organisations and other groups. These actions are ones that could not be done without this working together happening.
1.9 For the first time, the Plan’s priorities were developed by government agencies working together with Disabled People’s Organisations.  This is something that the UN Convention on the Rights of Persons with Disabilities says should happen all the time. 

1.10 Progress will be overseen and monitored by a new governance arrangement. The Chief Executives’ Group on Disability Issues and Disabled People’s Organisations will meet every three months to review progress on the Plan and the new way of working together. 
1.11 The Chief Executives’ Group reports to the Ministerial Committee twice a year usually. 

What is the new way of working together between government agencies and DPOs?
1.12 We codesigned the Plan as a first step to work out what implementing the UN Convention on the Rights of Persons with Disabilities’ Article 4(3) means in practice. 

1.13 What we learned in the early part of the process was written down and agreed by the Chief Executives’ Group as principles to underpin future engagement. There are five principles:
1.13.1 Government will engage with Disabled People’s Organisations as representatives of disabled people

1.13.2 We involve the right people, at the right time, in the right work

1.13.3 We value the contribution of each party and make it easy to engage 

1.13.4 We will be open, honest, transparent and creative in our engagement with each other 

1.13.5 We jointly learn about how to engage with each other.

1.14 These principles formed the basis of an agreement signed on 30 July 2014 committing the Chief Executives’ Group and Disabled People’s Organisations to a new way of working together. 

1.15 Our implementation of the Disability Action Plan will be consistent with these engagement principles. 
What are the working groups aiming to achieve?
1.16 There are four shared results in the Plan.
1.17 A working group has been created in each shared result to:

1.17.1 bring expertise together

1.17.2 build relationships

1.17.3 enable a greater shared understanding

1.17.4 support action and develop new actions

1.17.5 coordinate a consistent approach with implementation across government agencies and the community.

1.18 The working groups, which will usually meet every three months, should add value to implementing the Plan’s shared result. 

2.
Review of last meeting on 9 July 2014
Feedback on the draft summary
2.1 Paul asked if anyone had any feedback on the draft summary of discussion from the previous meeting. Otherwise, comments needed to be emailed in by 11 August. The final version will be published on the ODI website. 
2.2 There was no feedback provided. The draft will be finalised and published online.
Some things agreed at the last meeting have been done and some things have not yet been done

2.3 Paul said that the terms of reference had not yet been updated with feedback from the first working groups. 

2.4 The main change to the draft terms of reference that had been discussed was making it clearer that organisations are members, and that representatives are able to take back to their governance bodies information discussed at meetings. But that this information may not be shared with anyone else in their organisation or outside the organisation.

2.5 A one page statement on each shared result has not been developed. 

Terms of reference
2.6 Paul asked if anyone had any other changes to the draft terms of reference. 

2.7 There was no feedback.
3.
New actions – scoping together

What is this shared result saying should be achieved? What do we think would be good to see happen under this shared result?

3.1 Paul said that it would be good to have a one page explanation of what this shared result means and why working towards it is important. We can work on this one pager over the next meeting or so. It will be useful to have so that everyone knows what the shared result is about. It will also help tell the story to other people. 

3.2 Paul invited discussion on:

1 What does the shared result mean for disabled people?

1 What would success look like for progressing work under it?

1 What does this shared result mean for individual disabled people in their everyday lives?

3.3 The following were raised during the discussion:

3.3.1 Over the last 18 months, there has been a growing sense that people are not safe.
3.3.2 Feeling safe at home and in the community are important. But it is also important to feel you can speak up to make decisions about your life, and if bad things are happening to you. 

3.3.3 Some disabled people do not feel they can speak up and make a complaint because they are dependent on other people, such as their doctor, pharmacy or other kinds of professionals.

3.3.4 There needs to be a change in thinking. Access to information can help a disabled person know what to do to keep themselves safe.

3.3.5 Some disabled people, for example a hearing impaired person, need equipment to help them be safer at home. For example, vibrating alerts for fire or if someone is at the front door. It is not always easy to get funding for this type of equipment. 
3.3.6 The Police are very important and should be involved in discussion on this shared result. 
3.3.7 Disabled people who complain to the Police are not always taken seriously. For example, not being allowed to take a support person in with them when talking with the Police.

3.3.8 Disabled people, particularly older people, who have paid service staff in their homes every day may not always feel safe with the support person.

3.3.9 When making a complaint, it is not right that blind people need to sign a hard copy on paper. Electronic signatures should be accepted. 

3.3.10 Some disabled people would like to have a choice of provider of equipment which is funded by government agencies. 

3.3.11 A new project is starting, as part of Like Minds Like Mine, working with the Police on how to de-escalate situations involving people who are distressed. Training is being given to frontline Police staff. Sometimes it is simple things that can make a big difference. 

3.3.12 Some features in a person’s daily lives can make a difference to being independent or dependent. All ATMs should have an audio interface for blind people. The raised dot on the number 5 on key pads should be the same for all electronic devices.  The telephone 018 directory service should be free, for those disabled people can can’t read the phone book or find phone numbers online.
3.3.13 Health professionals should learn about how to respectfully work with, and understand the range of, disabled people while they are being trained. For example, how to work with a Deaf person using New Zealand Sign Language.

3.3.14 In families, sometimes the disabled person’s impairment can end up causing violence and abuse. How can the family members be protected in these cases? 
3.3.15 Children can become disabled as the result of abuse and violence.

Will the new actions be scoped together?

3.4 Paul said that there are five new actions in this shared result. 

3.5 We are following a codesign process to work out what the new actions will involve doing and what will not be done, who will do the work, and how long it might take to do it. This is known as scoping. 

3.6 One of the papers sent out for this meeting outlined the scoping process and had a template with questions for each new action.

3.7 The lead for each action will do the scoping with help from others chosen at this meeting. The lead will send the draft template to the Office for Disability Issues. The next working group meeting will provide feedback on the draft template. Next, the draft template with any agreed changes made will be given to the interim governance meeting of Disabled People’s Organisations and senior officials for approval. Finally, the agreed final templates will be given to the governance meeting of the Chief Executives’ Group on Disability Issues and Disabled People’s Organisations. The governance meeting will decide on anything that has not been agreed.

3.8 The rest of the meeting will:

3.8.1 talk about what each new action could achieve

3.8.2 choose representatives from this working group to help the lead scope the new action.

3.9 5 A: Ensure disabled people can exercise their legal capacity, including through recognition of supported decision making. The lead is the Office for Disability Issues. 

3.10 The following were raised during the discussion:

3.10.1 Advance directives should have legal standing that mean health professionals should follow. They are a type of supported decision making. 
3.10.2 The United Nations Committee on the Rights of Persons with Disabilities says that there should not be any substituted decision making. There should only be supported decision making. 

3.10.3 There are lots of other countries that have tried ways to do supported decision making or are looking into it. We can learn from them too.

3.10.4 The Manukau Court is trying something interesting about supported decision making.

3.10.5 Informed consent needs assistance to make it happen for some people. If support is not provided, then informed consent cannot be said to have happened.

3.10.6 Disabled people have voices and the same rights as others. They should be helped to speak up. 
3.10.7 Need to remember the rights of children, for example in discussions about sterilisation.

3.10.8 Questions about disabled people’s capacity should always be starting from assuming a disabled person has the same capacity to make decisions as others. Any difficulty in decision making should be looked at first. 

3.10.9 There needs to be a big system change to get to making supported decision making the normal way of doing things. Maybe tools, like the Health Passport, would be useful. 

3.10.10 The process of supported decision making may need to be written down, so that if any one does not agree and challenges a decision then it is clear what happened. Just like with wills.

3.10.11 Supports are not easy to get in the court system. 

3.10.12 There are changes being made to make Enduring Powers of Attorney easier to get and make sure it works better. These offer a type of supported decision making. In the future, when a person is not able to make decisions for themselves, then other people they have chosen will take over.
3.10.13 Supported decision making often needs another person to provide the support and/or talk about what is going on. 

3.10.14 In Canada, there is a Court case about making supported decisions in the health system.

3.10.15 Some disabled people have their own way of understanding and communicating. Any support person needs to understand how that works, and/or work together with other people who do understand.

3.10.16 Communication and access to information is an important part of being able to make decisions.

3.11 The working group chose the following people to help the lead in the scoping process for this action:

3.11.1 Neera Jain
3.11.2 Richard Stephens.

3.12 6 A: Educate disabled people about their rights not to be abused and what abuse is. The lead is Disabled People’s Organisations. 

3.13 The following were raised during the discussion:

3.13.1 It is important to understand that abuse can happen in lots of different ways. It is not just physical. 
3.13.2 Discrimination can be a type of abuse, if someone is denied something or treated badly because they are a disabled person. Preventing a disabled person from accessing support can leave them vulnerable and not safe.
3.13.3 People First are doing good work in this area with their new Keeping Safe, Feeling Safe project. This involves people with learning disability being trained to talk with Police and other people working in the justice sector on how to better treat disabled people. 

3.13.4 A book published in Australia, Preventing the Emotional Abuse and Neglect of People with Intellectual Disability by Sally Robinson (2013) was recommended as useful for this action.

3.13.5 Disabled children should not be forgotten. Schools have responsibility for preventing bullying. 
3.13.6 Violence prevention networks need to know how to help disabled people who may be experiencing abuse. There have been problems, such as Women’s Refuge houses not being accessible for people using wheelchairs. 

3.13.7 The definition of domestic violence in legislation can make it hard if disabled people have problems with support workers in their home. 

3.13.8 There needs to be better information available for disabled people who experience abuse. It should not be forgotten that disabled people can also be abusers. 

3.14 The working group chose the following people to help the lead in the scoping process for this action:

3.14.1 Kathryn MacIver
3.14.2 Graham Bussell.

3.15 6 B: Investigate the funding of DPO partnered programmes that support disabled people to speak up for themselves and ensure this is linked with victims of crime work. The lead is the Office for Disability Issues. 
3.16 The following were raised during the discussion:

3.16.1 It is not clear what this action means. There needs to be further discussion amongst the Disabled People’s Organisations.

3.16.2 In the scoping, there will need to be linkages with actions 5A and 6A.

3.16.3 Implementation of this action may need to be staggered while work on other related actions happens. 
3.17 The working group chose the following people to help the lead in the scoping process for this action:

3.17.1 Brendon Murray
3.17.2 Raymond Thoumine.

3.18 6 C: Increase safeguards for disabled people who are socially isolated and develop initiatives to remove what is socially isolating them. The lead is Disabled People’s Organisations. 
3.19 The following were raised during the discussion:

3.19.1 Barriers to accessing information can contribute to social isolation. Also important are problems with accessing transport to move around and living in rural areas.
3.19.2 People can be socially isolated even though they have people in their daily lives, such as if they are only paid support workers.

3.19.3 It would be helpful to have a stocktake on people’s experiences and what are the barriers to them connecting with other people.

3.19.4 Deaf people can be socially isolated because of communication barriers, and may only be able to connect with other Deaf people. 

3.19.5 Deafblind have additional problems with communication and getting out and about. Bad experiences can mean that they end up staying at home. 

3.19.6 People with a low income, including those people who receive benefits, need to budget very carefully. They may not be able to afford to go out and meet up with friends and do things because of the cost. 

3.19.7 The Ministry of Social Development is looking at social isolation of older people. There may be linkages with this action.

3.20 The working group chose the following person to help the lead in the scoping process for this action:

1 Paul Dickey.

3.21 7 A: Promote the implementation by local civil defence and emergency management sector of the guidelines for inclusive practice including learnings from experiences of disabled people in the Canterbury earthquakes. The lead is the Ministry of Civil Defence and Emergency Management.

3.22 The following were raised during the discussion:

3.22.1 It will be difficult to know where disabled people live in a community, if they do not have regular contact with the health system or disability groups. How will local Civil Defence and Emergency Management know who they need to look out for in an emergency and how to communicate with them?
3.22.2 Lots of work has been done on making welfare centres work for disabled people, including the new Disability Assist dog tags. 

3.22.3 Disabled people should be supported and encouraged to be responsible for their own welfare during an emergency as much as possible. Just like everyone else is expected to do. 

3.22.4 It might be useful for disabled people to have important information written down and available in their home, like the Health Passport, for use by other people in emergencies. It could have things like what is the best way to communicate with the disabled person, medicines, about understanding their behaviours, and who to contact for help. 

3.22.5 It may be that the most vulnerable disabled people will be a priority for Civil Defence and Emergency Management. These people will most likely be known to the health system. 

3.22.6 Registers of disabled people are really hard to do and are not very practical or reliable. 

3.22.7 Other countries, like in the USA (for example, New York) are working on how to make sure disabled people are not forgotten about in emergencies. 

3.23 The working group chose the following people to help the lead in the scoping process for this action:

1 Merv  Cox

1 Amanda Stevens.
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