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	Summary of responses to the setting up of a disability reference group


In October 2004 the Office for Disability Issues consulted with the disability community on whether there was support for a group to be set up to monitor the New Zealand Disability Strategy, and to advise the Office for Disability Issues on emerging issues. Over 1,400 individuals and organisations in the disability sector were sent the consultation document.
Responses were received from 103 people and organisations. Approximately 25 responses were received from organisations and many from whanau/family members. As some responses were unnamed these are estimated figures. It is important to note that not every respondent answered each question. 
The main points from the consultation are:

· there is a clear mandate for a disability council

· organisations should select the members of the Council

· the Office will select the organisations who will select members for the Council

· organisations should have a strong consumer focus and governance structure. They should not provide support services

· the Office should review the list of organisations who select council members

· a three year rotation system of selecting organisations should be used

· the Council should be made up of 11 disabled people and two family/whanau members

· there should be Maori representation on the Council

· the Council should meet quarterly for up to two days

· the Office will appoint the Chairperson of the Council.

A summary of responses under each question from the consultation document are listed as follows.

1. Should we set up a group that will meet regularly to advise the Office for Disability Issues? 

a) Do you think that a group representing disabled people and families/whanau should be set up?  If not, what would you suggest?

Responses were received from 103 individuals and organisations.  The concept was supported by 101 respondents.  Only one respondent did not support the concept.  One response was not applicable as it was not from a disabled person, family/whanau member or disability consumer organisation.  A couple of responses linked the success of the group to being representative and having strong links to a local community.

b) What do you think the group should be called?

	
	Disability Council
	Disability Reference Group
	Let the Group decide
	Other*

	Individuals
	13
	14
	10
	16

	Organisations
	16
	2
	2
	0

	Total
	29
	16
	12
	16


*There were many suggested names for the group, with no real clear preferred option chosen.  Some said the group itself should decide.  The most popular choices were Disability Council, let the group itself decide, Reference Group and Disability Advisory Council.

c) Any other comments?

The initiative of setting up a group of people with direct experience of disability was welcomed.  It was felt that to be successful the group needed to represent all impairment types and have strong links with their local communities.  

Many respondents believed the group should have only disabled people on it and no service providers or family/whanau members.  This is why the Office is keen to ensure that selecting organisations have a strong consumer focus, governance structure and do not provide any support services other than information or advocacy services.

Three respondents suggested there should be a separate group for family/whanau members.  Based on the majority of comments, the Office has decided to have two places for family/whanau members on the group.

2. How should the members be chosen?

The Office for Disability Issues proposed that the disability community choose the members rather than the Office choose them.  This would mean that consumer organisations of disabled people and families/whanau would choose a member or members.

(a) Do you think that the members of the group should be chosen by the disability community rather than the Office?
	
	Disability community
	Office
	Combination 

of both

	Individuals
	25
	3
	10

	Groups
	16
	0
	0

	Total
	41
	3
	10


It would seem most responses thought that the disability community would make the selection.  However, several submissions said no it should be a combination of both the disability community and the Office for Disability Issues making the appointments. Many responses made no comment.

(b) Do you think that each organisation can be responsible for choosing a member from their community?

Most responses agreed that each organisation can be responsible for choosing a member from their community. Some did think that the Office should appoint representatives on the basis of skills and experience.

	
	Disability community
	Office
	Combination of both
	Other

	Individuals
	26
	9
	4
	0

	Organisations
	12
	3
	4
	4

	Total
	39
	12
	8
	4


(c) Any other comments?

It was seen as important that the council have designated places for disabled people and two places for their family/whanau.

3. How can we get the diverse range of members?

The consultation document proposed a group of up to 13 members, made up of 4 DPA to cover the regions of Auckland, Midland, Wellington and the South Island; 1 DPA Maori, 1 Carers NZ and 1 Parent to Parent; 1 People First, 1 National Mental Health Advocacy network; 1 Association of Blind Citizens New Zealand Inc; 1 The Deaf Association of New Zealand; and 1 Age concern NZ.

(a) How many members do you think the group should have? The Office for Disability Issues proposed that the disability community choose the members rather than the Office choose them.  This would mean that consumer organisations of disabled people and families/whanau would choose a member or members. The Office will choose the selecting organisations. 

	
	13 Members
	Other
	2 Groups
	Rural

	Individual
	17
	17
	2
	0

	Organisation
	12
	6
	0
	0

	Total
	29
	23
	2
	0


Most responses agreed that the group should have 13 members, although two groups suggested two groups one for consumers and another for parents/whanau.

(b) Do you think that the suggested list of organisations above would provide a diverse representation of disabled people and their families/whanau Would you add or delete any organisations?

	
	Yes to proposal
	Yes, but with changes
	Change DPA representation
	Other groups suggested*

	Individuals
	8
	21
	14
	35

	Organisations
	6
	3
	0
	0

	Total
	14
	24
	14
	35


*35 submissions included 19 different groups ( Arthritis Foundation, Stroke Support, Autism, Cerebral Palsy Society, Multiple Sclerosis Society, DeafBlind, Heart Children, Pacific Island, Migrants, Gay/Lesbian/bisexual/transgender, CCS members and CCS parents, IHC members and IHC parents, Parent and Family Resource Centre, 16+ Respite Group, Schizophrenia Fellowship of new Zealand, Youth, Hunga Haua Awhina Roopu, Ngati Kapo O Aotearoa, 

This question generated the most discussion. While most agreed with some of the suggested structure of the group, only a few did agree without suggesting any change of structure.  Each submission introduced a disability group that it either had personal connections with or who they favoured.

There was general agreement that it was not ideal for DPA to have five seats on the council based on regional representation. Respondents showed a clear preference for representation to be based on impairment types and family/whanau representation. Regional variations, various age groups and ethnic community groups are also important criteria to consider for representation.

(c) Do you think that the suggested list of organisations provides appropriate Maori representation?  Or, are there other ways we could do this?

	
	Yes
	No
	No comment
	Not sure
	Increase DPA Maori

	Individuals
	14
	11
	12
	2
	2

	Organisations
	6
	4
	6
	0
	0

	Total
	20
	15
	18
	2
	2


This question again generated a range of answers from the respondents. The Office was unable in most instances to know whether comments came from Maori or non-Maori. 
Most responses were satisfied with the level of Maori representation. Others said that DPA Maori was not the most appropriate group to represent Maori, Pacific Islanders and migrants. Quite a few also said no because they thought that Maori would be represented in all other groups.
Others believed there was not enough Maori representation and made a range of suggestions including: 

· another DPA Maori representative
· a separate hui for Maori
· use existing Maori networks to choose their own representatives, have at least two Maori representatives on the Council, 

· a belief that Maori will be chosen by the disability community when they put forward their nominations.

Following a lot of research, it would appear there is no pan-disability Maori group. While the Office is aware that a group is in the process of being established, it is important to have a group that has a mandate from the disability community and a history of disabled Maori consumerism. This position is still open. 

(d) How many representatives should each group have?

	
	One
	One or Two
	Individual
	Other*

	Individuals
	12
	10
	2
	1

	Organisations
	12
	4
	0
	1

	Total
	24
	14
	2
	2


*Other suggested taking into account the impairment type and geographical spread

Most responses said one representative per selecting organisation was enough. Almost the same number of responses said one or two representatives were sufficient.
(e) Any other comments?

The need to provide adequate supports for representatives was mentioned.

4. How often do you think the group should meet?  The consultation document proposed that the group should meet four times a year for two days

a) How often do you think the group should meet?  And for how long?

	
	Yes
	Quarterly
	Teleconferencing
	Other*

	Individuals
	32
	5
	4
	4

	Organisations
	14
	0
	0
	8

	Total
	46
	5
	4
	12


*Other includes monthly meetings and only meeting when needed

Most responses agreed that the group should meet 4 times a year for 2 days.  Concern was put about members’ ability to travel.  A couple of responses did propose the meeting venue could be moved around the country to ensure different people travelled to meetings.
b) Any other comments

There were also suggestions on ways to maximise the groups’ effectiveness involving smaller regional meetings. 

Teleconferencing was suggested as an alternative for a physical meeting as well. 

5. How long should members remain on the group?  The consultation document proposed 3 years
(a) How long do you think members remain on the group?
	
	3 years
	2 years
	Group decide
	Various other options

	Individuals
	30
	7
	2
	7

	Organisation
	17
	6
	0
	2

	Total
	47
	13
	2
	9


Most thought a three year cycle would work.

(b) Do you think that one-third of the members should stand down each year to allow for continuity and new blood in the group?
	
	Yes
	No
	Other

	Individuals
	32
	5
	3

	Organisations
	9
	5
	3

	Total
	41
	10
	6


The proposed rotation of one third of members on a three year cycle is supported by most, although here was no clear agreement on the details.

(c) Any other comments

None.
6. How often should there be a review of the organisations choosing members?

a) Do you think that every few years the Office should review the organisations that choose members?

	
	Yes
	Group to decide
	No

	Individuals
	31
	2
	1

	Organisations 
	13
	0
	1

	Total
	44
	2
	2


Most responses agreed that if there was to be a review of the organisations that choose members it should be done by the Office.

b) If so, how often do you think the review should happen?

	
	3 years
	2 years
	1 year
	Other

	Individuals
	14
	9
	2
	14

	Organisation
	11
	2
	0
	0

	Total
	25
	11
	2
	14


*A whole range of options from annual to a 9 yearly review was proposed.  There was no clear choice made.

c) If you have any other ideas or suggestions, please share them.
Only a few responses took the opportunity to comment here:
· The term disability is discriminatory – need a positive term

· The more articulate in the physically disabled community can dominate those with intellectual and sensory impairment.  

· Parents have to have a say.
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