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Consultation process 

Background

Making a World of Difference, Whakanui Oranga:  The New Zealand Disability Strategy discussion document was launched by the Minister for Disability Issues on 6 September 2000.  It was prepared in consultation with a Ministerial sector reference group, and identified some of the key issues to be addressed to achieve the vision of a fully inclusive society.  The document was released in a variety of formats simultaneously, and an eight-week period of public consultation, until 1 November 2000, followed.

Making a submission 

The views of people experiencing disability, family members, carers, representative organisations, and providers were sought and received in a number of ways.

A total of 41 workshops, five hui, four fono, and 18 other group meetings were held. It is estimated that around 1200 people attended these meetings.  Nineteen of the workshops, three hui and 13 of the focus groups were specifically for people who experience disability.  This was to ensure that people who experience disability were able to have a strong voice in the development of the Strategy.  Notes were taken at all meetings and these were used as submissions.

A total of 632 formal submissions were received: 335 were personal responses and of these, 232 were from people experiencing disability.  Some (but not all) submissions were marked as being the work of more than one person, and it is therefore known that formal submissions represented the work of over 2500 people. 

The majority of written submissions used the questionnaire provided in the discussion document.  A number were received on the alternative easy-to-read document produced by IHC.  Other submissions were received electronically, via the Ministry’s Web site, and via e-mail.  Submissions were also received on audio and video tapes.

Together with the submissions from meetings, a total of 700 submissions were received.  These were entered onto a database and analysed thematically, following the format of the discussion document.

This report provides a summary of the feedback that was received in submissions.

Barriers – a disabling society

‘More often than not ‘barriers’ are man-made out of people’s ignorance towards something different.’

There was general agreement with the discussion document about the types of barriers faced by people experiencing disability.  The most significant barrier was identified as being society’s attitudes and behaviour, which although most often attributed to ignorance and lack of public education, impact on many aspects of life for a person experiencing disability.  This means the ability to participate in society is significantly reduced at all levels.

‘I see people walk away from me because they don’t want to spend time with a crip or to modify their social plans to include my needs.’

The cumulative effect of such attitudes and behaviour was noted as a further barrier to participation.  One person wrote that hostility and indifference over time leads to ‘an attitude akin to battle fatigue’.

Accessing services was the ‘number two’ barrier to participation in society.  This barrier is multi-dimensional and also reflects attitudes of society.  Some people spoke of their fear of speaking out against poor service, in case current services are withdrawn.  Definitions of disability and eligibility criteria are confusing and vary across government departments, and the lack of co-ordination between agencies makes access to services difficult.  People with multiple needs can end up using a range of different services, with inadequate liaison and integration between them.  Information about availability of services is poor for those who require different forms of communication and it is often monocultural.

Lack of funding was also noted as a barrier to service provision.

The requirement for people with permanent disabilities to prove each year that they still have a disability, in order to continue receiving services, is time-consuming, costly and frustrating.

Physical access is a key barrier to full participation in society, and many people felt that difficulties accessing the built environment indicate poor standards and no obligation to build to standard.  The limited availability of easily accessible public transport was cited as a significant barrier in most centres.  People indicated that the ability to use public transport is an important part of belonging to an inclusive society, and the cost of alternatives is a further barrier.

Most people who wrote of the lack of employment opportunities and incentives as barriers to participation in society agreed that the inability to have meaningful work impacts both on the incomes and the self-esteem of people experiencing disability.

Most comments on educational barriers related to primary and secondary education and the support needed for children and youth.  A number of more specific comments were made about the ability of schools to respond to the needs of people experiencing disability.

Vision of a non-disabling society

Generally there was agreement with the direction of the vision proposed in the discussion document.  People considered that it encouraged positive attitudes towards disability and that it invited the Government and society to share the burden of responsibility.  Many people commented on the need for all political parties to commit to the vision.

Some people had reservations about the use of the word ‘inclusiveness’ in the vision statement, and discussed the right of people experiencing disability to maintain the status quo, and the right to not participate in all aspects of society if they chose.

Other people suggested additions to the vision, which, for example, would acknowledge the role of carers, validate old-age and the right to approach this stage with confidence, and require non-discrimination to be enshrined in all legislation and policIes.

Most people agreed with the inclusion of the Treaty statement, and agreed that there needs to be a greater emphasis on meeting the needs of Mäori people experiencing disability, by providing more choice for Mäori.  A few, however, felt that its inclusion promoted separatism.

There was positive support for the social model of disability as opposed to a medical model.  The social model was seen as a collaborative holistic model, focusing on equal opportunities regardless of abilities, and increased participation and contribution.  It was seen as a ‘civil rights’ model.  Others felt that the Strategy should be more open; that identifying the social model was limiting and the medical vs social paradigm was spurious.  

Actions 1–13

Action 1:  Encourage and educate for a non-disabling society

This section of the discussion document raised the greatest amount of discussion, with nearly three-quarters of all respondents addressing it directly.

Most agreed that a co-ordinated and focused public education campaign is required.  Some people felt that this would need to take the form of a media campaign using prime-time television and radio, as well as the Internet and print media.  It was suggested that a campaign could be supported by awareness weeks, and awards for excellence.  Others felt that the best way to break down societal barriers is to promote greater visibility of people experiencing disability in ‘good jobs’, and inclusion in community activities; because ‘contact with people experiencing disability is the only way people will reassess attitudes’.

Many people called for more effective use of existing media such as re-scheduling the television programme Inside Out to prime viewing time. 

Nearly a quarter of all respondents felt that schools should provide more education on disability issues.  Some felt that ‘disability awareness’ has a natural place within the social studies curriculum and should be part of an ongoing and compulsory programme, beginning at preschool, and progressing through primary to secondary and tertiary levels.

Around one in six of all submissions noted the importance of ensuring that publicly funded curriculum development and workforce training incorporate discussion of disability issues.  It was felt that both teacher training colleges and medical schools devote insufficient attention to disability issues.  Again, many people felt that the inclusion of such units should be compulsory.  A number of people also commented that disability awareness training should be a component of professional development for all teachers, health professionals, and people working in government agencies.

Increasing debate on disability issues

More effective use of the media, and greater government concern and involvement were seen as the key to increasing debate and giving prominence to disability issues.  However, some respondents specifically stated that it is not debate that is needed, but action.  Other respondents called for debate on Deaf issues, the correct use of language to describe various disabling conditions, the perceived ‘hierarchy’ of disabilities, and more discussion about the factors that can lead to people acquiring a disability.  There were a number of calls for genetic counselling.

Action 2:  Ensure rights for people experiencing disability 

Nearly a third of all people experiencing disability who made submissions addressed this action area with a comment that they first needed to know what their rights are.

The need to implement and monitor the human rights framework in the government sector and across society drew comment from all groups of respondents.  A recurring theme was the application of the Human Rights Act 1993 to government departments, with one respondent noting that compliance with the Act would give the Government ‘an opportunity to provide leadership to the country’.  A number of people called for the establishment of a Disability Commissioner or an Ombudsman whose role would include monitoring the human rights framework with respect to disability issues.  Generally, people felt that monitoring should be proactive, rather than relying on complaints.

A dominant theme of consultation workshops, repeated in many formal submissions, was the need to ensure that all legislation and policies are in line with legislation against disability discrimination.  People cited instances where they believed that the policies of some employers and educational institutions had been deliberately designed to avoid obligations of non-discrimination.  Some felt that the Health and Safety in Employment Act is used to discriminate unfairly against those experiencing disability.

Around 10 percent of all respondents favoured reviewing current disability discrimination legislation.  The concept of ‘reasonable accommodation’ in the Human Rights Act generated a strong negative response.  Many felt it mocked the purpose of the Act and is an easy ‘escape clause’ for non-compliance.  

A number of respondents called for the development of advocacy services, as a means to ensuring rights for people experiencing disability.  Training in self-advocacy skills was commended and development of such training suggested.  However, it was also noted that self-advocacy may have limited potential for some.  There were calls for an easily accessible, empowering, independent and free advocacy service for people experiencing disability and their families.

Most people who commented on the option of greater resourcing for the Human Rights Commission felt that its educational role should receive greater emphasis, in contrast to the focus on prosecutions.

Action 3:  Provide the best education

Nearly three-quarters of all submissions addressed this question and there was general support for the proposed key steps.

Dissatisfaction with the training that teachers receive was the most significant area of discussion, with a number of respondents noting the impact that teachers’ attitudes and skills have on the learning outcomes of the student.

Some people argued for higher levels of inclusion in mainstream classes, commenting that schools currently have too much flexibility in determining levels of inclusion.  Others considered there needs to be the choice and flexibility to be able to move between segregated and mainstream schools.

Many respondents called for lifelong opportunities for learning for people experiencing disability.  Comments ranged from the need for retraining and second-chance education, focusing on academic achievement and employment opportunities, to the provision of courses aimed at enhancing leisure opportunities and participation in society.

Many people noted that more support is needed to maximise educational opportunities.  Extra requirements noted in submissions include:

· more support to facilitate inclusive education: eg, teacher aides, hearing loops, note takers and New Zealand Sign Language interpreters

· the ability of lecturers and teachers to adapt the curriculum

· extra time for completion of assignments, exams and courses

· greater access to computers and the Internet: particularly useful for relieving the isolation of rural children; computers for home and holiday use in order to practice skills

· extra funding:  the difficulties faced by children who just fail to qualify for Ongoing Resourcing Scheme funding were noted, as well as the general inadequacy of funding and methods for determining financial assistance.

Action 4:  Provide opportunities for employment and economic development

A total of 486 submissions considered ways of increasing employment and business opportunities and improving the economic situation of people experiencing disability.  Dominant themes were the need to be flexible in how work is defined, offered and rewarded, and the need to focus on what people experiencing disability can do.

People experiencing disability do not always receive payment for the work they do, such as being representatives on committees.  Respondents noted that while it may not always be possible to pay people for this work, it needs to be supported as an opportunity to participate, eg, having travel costs paid.  Employers also need to recognise work skills gained from this sort of work.

The need for workplaces to accommodate and provide support to workers experiencing disability was highlighted by a large number of respondents.  Comments ranged from improving access to buildings and equipment, to addressing attitudinal barriers.

Many respondents considered that the Government needs to create a positive environment, and provide assistance and support to employers.  Suggestions included wage subsidies, incentives to alter the work environment (both in terms of the physical environment, and in terms of flexible working hours or working from home), and back-up from a support agency to help alleviate employers’ anxieties and lack of knowledge about particular impairments etc.  

There was much support for strengthened equal employment opportunity policies within government agencies and the public sector, and for government agencies to lead by example.  Some respondents expressed a desire for equal employment opportunity policies to be compulsory within the private sector.  Many respondents saw merit in a quota system to ensure that people experiencing disability are included in all levels of employment, while others considered that in an equal opportunity environment, jobs should go to people with the best skills.  They saw overcoming attitudinal barriers as a better option to get more people experiencing disability into work.

Several submissions discussed the place of sheltered workshops as an option, noting both merits and risks.  Some felt that more funds should be invested in supported employment options and that these would provide real opportunities to interact with potential employers and break down barriers.

Many respondents commented on the transition from educational to vocational settings.  Generally, people felt that planning and information is limited, and life skills and career planning need to be undertaken early and support systems put in place.

Other suggestions to increase employment opportunities included:

· apprenticeship schemes specifically for people experiencing disability

· a career-mentoring scheme where working people experiencing disability are available to others seeking employment in their field

· ‘employment trials’ where there would be incentives for an employer to offer work for a portion of the week, and suggest a training programme so that by the end of the trial period, the worker would be a valued employee. 

Many submissions also considered ways in which people experiencing disability could be encouraged to access business initiatives.  Suggestions included:

· venture capital, low interest loans, and grants

· advice and mentoring from experienced business people

· income support during establishment.

It was recognised that some support is already available, for example from the Department of Work and Income.  However, the specific needs of people experiencing disability, such as extended timeframes, are not always accommodated.

Nearly 240 formal submissions and a number of the meetings considered how the Government could ensure adequate incomes for those people experiencing disability who cannot get a well paid job, and although there were different views of what might be appropriate benefit entitlement, all submissions on this area supported raising benefits to reflect the extra needs of people experiencing disability. 

Some people suggested that there should be parity between the Invalids Benefit and the minimum adult wage while others considered the method for calculating disability allowances and special benefits should be improved so that the costs of living with a disability are more accurately reflected.  

A major area of contention was the disparity in incomes between those receiving Income Support and those receiving ACC.  The option of a specific ‘universal benefit’ was often suggested to remove anomalies in benefit entitlements.

Submissions were consistent in their opposition to the current system of benefit abatement and loss of eligibility for special funding once a person with a disability enters paid employment.  Paid work can be a no-win situation with no acknowledgement of the extra costs directly related to a person’s impairment.

Action 5:  Foster leading voices by people experiencing disability

This action area was addressed by 416 submissions, and in general, people validated the key steps proposed to ensure that the voices of people experiencing disability have a leading role in decisions that affect them.  

However, responses to Key Step 1 (requiring agencies … to ensure that people experiencing disability are in governance and decision-making roles…) were divided between those who felt that representation should be ‘fostered’ and those who felt that representation should be mandatory.  The most common request for mandatory representation was that appointments to District Health Boards should include people experiencing disability.

While some people commented on the need for training and skill development so that people experiencing disability would be able to assume leading roles both in the paid workforce and at the national level, others spoke of the pool of suitably able people who were still unable to secure such positions.

Many submissions spoke of structural support required to help foster the ‘voice’ of people experiencing disability.  Suggestions included the use of reference groups (already used by some local bodies), continuing community consultation with a wide range of people experiencing disability, specialised consumer advisers working within government agencies, and the establishment of an independent Ministry or Commissioner for Disability.

Action 6:  Foster an aware and responsive public service

Over 60 percent of all submissions (430) specifically addressed ways in which government agencies and publicly funded services could remove barriers faced by people experiencing disability.  The submissions came primarily from people experiencing disability, their families and carers, and from organisations representing them.  Workshop and meeting participants also addressed the issue, and there was a high level of agreement across all responses.

Most of the responses related to the need to ensure consistency with the New Zealand Disability Strategy, and the strongest theme to emerge was the need to educate for a non-disabling public service.  Attitudes and behaviour of front desk staff – the ‘our clients are our enemies’ culture – was seen as the greatest barrier to people accessing publicly funded services.  Other barriers reflect those faced in the wider world, such as physical inaccessibility of offices, poor communication systems, and lack of information about services.

Fragmentation of services was the second major concern within this action area.  The need for a people-centred delivery approach with more co-ordination between departments and their services was voiced in many submissions and at most of the consultation meetings.  Suggestions related to ensuring a single point of access to services, the development of wrap-around services and one-stop-shops.

Many people called for more direct involvement of people experiencing disability in the design and running of services.  Many wrote of the need to encourage constructive criticism from clients experiencing disability, and to ensure that their suggestions are taken seriously.

The discussion document refers to reviews by government agencies of current processes.  Processes most in need of review, according to respondents, are the annual benefit review, which requires people with long-term and permanent disabilities to reapply for benefits each year; and monitoring and accountability procedures, which people believe need to be more transparent.

The annual benefit review is noted as a waste of public money and is also costly and stressful for the person involved.  One submission referred to a person with MS being asked when she expected to be cured, which was likened to ‘asking a double leg amputee when he/she would expect their legs to grow again’.

Action 7:  Improve services to people experiencing disability

In general, respondents agreed with the steps proposed to improve services to people experiencing disability.  These would be further improved by developing a framework that is more explicit about what types of services people may expect as of right in certain circumstances, and what services may be subjected to rationing or other constraints.  

Such an approach would address a significant cause of frustration and anxiety for people experiencing disability.  Often the uncertainty of what services may be expected can be as big an anxiety as the process of getting them.  There is considerable concern about the variations in eligibility criteria and service availability, and fear that the variations will increase with the establishment of the District Health Boards.

Most respondents considered that access to services should be determined according to need, with realism around the level of need and honesty about the availability of services.  

Many people suggested that accessing services need not always involve a purchaser and provider approach.  Innovative models of direct payments, brokerage, supported living, supported employment etc, that reduce the significant control that purchasers and providers can have over the lives of those experiencing disability, should be actively encouraged as ways for the future.  

Along with such flexibility in funding approaches, respondents called for more funding, and increased co-ordination in the funding of services.  Suggestions for how to improve co-ordination ranged from reducing the number of service providers, to centralising the funding for all disability support services in one place.

There were many different suggestions for where funding could be increased, including recreation options, with a particular focus on youth, which is an area not covered by the discussion document.

Respondents were asked for suggestions on how disability should be defined.  Suggestions included:

· any physical or medical conditions present at birth or caused by an accident.  Conditions, which lead to inability of people to fully participate in the workplace and society to the point where they struggle to cope with essential tasks/skills, needed for daily living

· disability is a lack of power and resources to be able to do what one wants and needs to do.

Action 8:  Improve access to quality information

The discussion document proposes key steps relating to the collection of useful, valuing information about people experiencing disability which would contribute to policy and service development; and to making quality information available to them.  

Information about people experiencing disability 

Responses to gathering information about people showed a marked preference for qualitative information to be gathered over quantitative.  An understanding of people’s stories was noted as being ‘as relevant as numbers on paper’.   While primary health care practitioners were considered useful starting points for data collection, collection of first-hand in-depth information was seen to be particularly important.

The post-census disability survey was supported by a small number of respondents.

There was a high level of support for the concept of people experiencing disability leading development of the research agenda, and suggested items included studies on:

· cochlear implants

· occupational overuse syndrome

· accessibility of town centres etc, by mobility scooters

· management of stuttering.

More general topics suggested were:

· quality of life issues

· causes of disability

· independent living, eg a cost benefit analysis, and

· research into little known conditions such as chronic fatigue syndrome.

It was suggested that the research should be done, at least in part, by people experiencing disability, in order to improve the likelihood that the research would be a useful contribution to information about them.

Making information more accessible to people experiencing disability

The issue of improving the accessibility and quality of the information available to people experiencing disability was addressed by 390 submissions. 

Many respondents believe that information is deliberately withheld by government agencies.  Parents of children experiencing disability noted similar problems in accessing information from the medical profession.  

Information about public services, for example, is often in formats inaccessible to people experiencing disability especially, for example, Deaf people, blind people, and people with intellectual impairments, and it is often monocultural.  Use of media other than print is suggested, such as television, Pacific radio, and Braille.

Better availability and awareness of technology/interpreters were seen as crucial to improving communication.  Access to interpreters for Deaf people is a major issue, as is the establishment of a telephone relay service.  New information technology such as multimedia Web pages for blind or Deaf people is strongly favoured, although some cautioned that not all people have access to such technology.  

The idea of a centralised source of information received some support.  People who made submissions suggested some sort of general information directory or resource book that would be available at libraries, Citizens Advice Bureaux and other service providers.  Websites and 0800 numbers were mentioned as a starting point for obtaining more specific information, although reliance on 0800 numbers is not appropriate to the needs of Deaf people.  

Action 9:  Promote participation of Mäori experiencing disability 

Submissions from Mäori identified a number of barriers to Mäori participating in their communities and accessing disability services.

Mäori respondents experiencing disability do not feel they are able to readily access their Mäori heritage.  

Access to marae is difficult.  This includes difficulties with transport (cost involved for accessible vans and the failure of public transport to meet the needs of people experiencing disability) as well as the need for ramps and accessible toilets to be installed on marae.

Access to te reo Mäori and tikanga Mäori:  Deaf Mäori have particular needs.  There is a lack of trilingual interpreters, and there are issues around New Zealand Sign Language and captioning on TV.

The attitudes of Mäori are viewed as barriers, such as: lack of acceptance; tikanga and kawa not being responsive to Mäori experiencing disability; whakamä (embarrassment), and attitudes of Mäori to their bodies (modesty).

Some Mäori experiencing disability said that they would like access to cultural programmes, for example kapa haka and te reo. 

Mäori respondents noted that it is difficult to access services when there is a lack of trained Mäori professionals or culturally appropriate services and service providers in disability services.  

There was a preference for Mäori to provide services for Mäori, and for models of wellbeing that are responsive to Mäori needs.  A few examples given were Whare Tapa Whä and rongoa.  

More funding of ‘by Mäori for Mäori’ services was highlighted as a need. Specifically, this means services that Mäori find acceptable and which meet the cultural needs of Mäori. 

There were over 200 responses to this action area, and only 22 identifying as being from Mäori.  There was general support for the rights of Mäori experiencing disability to access services appropriate to their needs.

Action 10:  Promote the participation of Pacific people
Participants at the fono and those who wrote submissions identified a number of beliefs and attitudes, based mainly around spiritual and religious aspects of Pacific cultures, which Pacific peoples may hold towards those with impairments, thus making participation in their communities difficult.  

People noted a number of barriers that prevent Pacific peoples who experience disability from accessing appropriate services.  For example, services offered by government agencies and providers are often culturally inappropriate.  In particular, the communal and family values of Pacific peoples are not reflected in the modes of service delivery in New Zealand, and inappropriate caregivers (that is, people outside the fanau) will be compensated for the care they provide while family members are not.

There is often a lack of information about the services available, especially for people for whom English is a second language, people not born in New Zealand or for those with less knowledge of how health and disability services are provided.  Any information received by this group is by chance, as possible information sources (such as primary health care service providers) are often unaware of any services available for Pacific peoples.

This action area was addressed by 180 submissions, and although only six came from people identifying as Pacific people, most supported promotion of Pacific solutions for Pacific peoples.  Many felt that the New Zealand Disability Strategy should have a particular Strategy for Pacific peoples and Pacific peoples must be included in all developments from the beginning.

Many respondents believed that an effective Pacific communication strategy is needed.  Appropriate channels of communication were noted as Pacific Island churches, and Pacific radio.

Some respondents noted that the Pacific workforce must be developed. Services need to employ Pacific peoples, and Pacific providers must be trained and resourced to meet the needs of people experiencing disability within Pacific communities; and all other practitioners, providers and government agencies working with Pacific peoples need to have cultural awareness training.

The development of education programmes, for example on diabetes awareness and prevention, was supported.  

Some people noted that all government and community boards should be required to accurately reflect their constituents, indicating that Pacific peoples must be involved at these levels.

Action 11:  Enable children and youth experiencing disability to lead full and active lives

This action area was addressed by 352 submissions, and it was generally validated.

Some felt achieving it would require a vision specifically for children and youth as the current vision is ‘adult-focused’ and not sufficient for the needs of younger people.  

Others commented that such a goal requires agencies to work collaboratively with families/whänau, which as many people pointed out, does not always occur.  Fragmentation of services was addressed at Action 6, and many people commented that poor co-ordination places an unfair burden upon young people and their parents.  Stories need to be retold, needs are seen in isolation from one another, boundaries are created and responsibilities are unclear.  Proposed solutions that focused on reducing the boundaries included:

· assessment, goal setting and planning to be co-ordinated across agencies

· information to be shared across agencies so that the burden doesn’t default to parents

· key workers to be identified

· more flexibility with funding so that people do not fall through the cracks.  

Overall, there emerged a need for a holistic response to the needs of young people experiencing disability.  Such a response would need to address the:

· role of parents and family

· interface between educational and vocational services

· transition from child to youth services

· interface between health, disability and ‘mainstream’ services.

Eighty-eight people making submissions raised issues about funding and development of services for children and youth.  The most common of these were early diagnosis and intervention, respite support, equipment, buddy systems, social and recreational activities for young people, and vocational options.  Greater investment in early intervention services was of particular importance, as this would benefit not only the child experiencing disability and their family, but the whole country.  

Action 12:  Improve quality of life for women experiencing disability

Three hundred submissions from individuals and organisations were made to this action area, and although people were not asked to identify their gender, it appears that most came from women.  While most were in broad agreement with the key steps proposed, a few (from both men and women) noted that the issues highlighted (eg, sexual health, genetic counselling, parenting, and dealing with abuse) apply also to males experiencing disability, who are often in situations of dependence and vulnerability.  Some stated that it was important that the inclusion of an action area devoted to improving the quality of life for women with disabilities did not lead to any marginalisation of men.

One submission addressed this issue in the following way:

‘[We] suggest to avoid an unnecessarily exclusive action, and to be more explicit about what is indeed a serious issue for people experiencing disability, that this is re-titled, something like, ‘Ensure people with disabilities are able to make their own choices about their relationships, sexuality, and reproductive potential.’  

Many people who made submissions commented on the particular applicability of the key steps within other action areas to women.  Particular items raised include:

· the need to address accessibility issues (physical and attitudinal) of women’s services, such as women’s refuges etc

· information on sexual health to be available in accessible formats

· the importance of equal employment opportunity policies in the workplace, and of opportunities for higher education for women experiencing disability.

· the particular needs of women experiencing disability must be considered in each of the action areas, in order to fulfil Action 12.  

Submissions raised a number of issues particularly pertaining to women including the following:

· Dealing with abuse.  

Several submissions specifically addressed the high levels of abuse and sexual abuse suffered by women experiencing disability, and the need to have systems in place so that this can quickly be identified and resolved, to the benefit of the women concerned.

· Sterilisation and informed consent.  

Several organisations wrote in support of informed consent.  Some respondents also supported the rights of parents of girls with severe impairments to make the decision. 

· Access to sexual and reproductive health services.  

Sufficient information is often not made available to women experiencing disability, and access to services is therefore denied.

· Parenting and caring responsibilities.  

Twenty submissions addressed the struggles experienced by women experiencing disability to exercise their right to have children.  This includes the right to adopt.  People wrote of the need to provide more support to mothers experiencing disability so their families can remain intact.

· Household help.  

Many submissions wrote of disparities between the level of household help allocated to women experiencing disability as compared with men experiencing disability, and one noted the burdens imposed on children by the unwillingness to provide adequate household assistance.

Action 13:  Value families, whänau and carers

The financial cost of disability experienced by families is significant, both for families with a child(ren) experiencing disability, and for the families of adults experiencing disability.  This may present in the additional costs of the disability, such as the need for specialised equipment etc, and in lower – or a complete lack of – earnings, either through the reduced earning power of the adult experiencing disability, or through the impact of the need to provide constant care to a child experiencing disability.

For family members caring for people experiencing disability, the emotional costs are high, and responses from families and support organisations indicate that having to cope on a daily basis with various aspects of a disability increases the risk of the family becoming dysfunctional.  For many, this has lead to emotional hardship and marriage breakdown.  Some respondents also noted increased health problems, attributed to stress of caring for a child with disability, as being part of the cost to families.

A total of 435 submissions considered the question of more effective support for families, whänau and carers, and there was a high level of support for recognising that family and carers have a legitimate voice in decisions which affect their lives and the lives of their loved ones.  Parents are sometimes regarded by agencies as ‘over-reacting because they are the parents’, whereas they are often the only legitimate voice children have.

Several people recommended that national criteria be established for family and carer involvement in policy development, planning and monitoring processes.

Recognition for the contribution made to the wellbeing of the person experiencing disability was emphasised as being very important by both family and caregivers alike.  Most felt that government agencies did not value their role and needed to find ways to support families instead of using them as a ‘de facto community agency’.  

Ways in which additional support could be provided include:

· Payment for family and carers.  

Respondents overwhelmingly agreed that payment for family and carers is paramount if people who experience disability are to receive the best care possible.

The low wages paid to caregivers was a major concern to respondents.  Some noted the high levels of trust and integrity required for minimal wages.  Others noted that the low wages were insufficient to encourage long-term commitment thereby significantly affecting the development of a long-lasting relationship between the person experiencing disability and their carer. 


In addition, travel time is often not paid for, which particularly impacts on people in rural areas; and the time allocated to certain tasks is insufficient.  For example, a carer may be paid only half an hour for a visit to shower a person experiencing disability.


The current inequity between family carers and non-family carers was also raised in several submissions.  Most were of the belief that there should be no discrimination in terms of payments between family and other carers.  Many noted that the current system takes advantage of Mäori and Pacific families particularly, by not paying for family caregiving.

· Appropriate respite care.

The need for better short- and longer-term support services was a major area of concern.  At present respite care has to be booked well in advance, which means an inability to respond to sudden crises.  Families are often unaware of their entitlements, or will forfeit them rather than utilise inappropriate respite (such as young people in old-age rest homes).

· Needs of siblings and children.

Respondents called for the development of support groups for siblings and children of people experiencing disability.  Children and siblings need time out, contact with other children who live in and experience similar circumstances, and sometimes require counselling.

· Needs of adult carers.

These would be supported through greater co-ordination of services.  Assessment processes should have a view to not only improving the quality of life for the person experiencing disability, but that of their carer as well.  Education, information, and advocacy services are needed for families and carers.  Free counselling services, or access to group therapy, for families and carers was also suggested.

· Assessment services.

The yearly assessment of the person experiencing disability should have a view to not only improving the person experiencing disability’s quality of life but also that of the caregiver.

Other feedback

The discussion document asked people to comment on other key areas for action which might have been omitted from the draft document, and for other feedback.  Issues that received the most comment were:

· funding for disability support services

· local government issues

· priority issues

· other areas for action.

Responsibility for funding for disability support services

One hundred and six people who made submissions commented on funding arrangements for disability support services.  The main options considered were:

· funding from a centralised source; this could be through a dedicated disability budget or through maintaining the status quo

· funding by District Health Boards

· age-related funding.

These options are considered in turn.

Funding from a centralised source

Most of the submissions that made clear recommendations called for a centralised source of funding.  There was a lot of concern about inconsistencies in service provision should funding be managed by the District Health Boards.  It was felt that central administration would:  

· facilitate the development of national standards and consistency

· allow services to be integrated

· protect the necessarily specific nature of disability knowledge and expertise

· ensure the retention of appropriate, dedicated, community-based disability support services.

Respondents were divided on what the centralised body should be, although the majority felt that disability should be separate from health.  Suggestions were for a separate Ministry for Disability or Disability Commission to be established, which would administer funds for all disability services, including support services and education. 

Others felt that disability should be centrally funded from the Ministry of Health.  Some people acknowledged the expertise and efforts of the Health Funding Authority and considered that this should be built upon.  Suggestions included a specialised disability directorate within the Ministry of Health, which would administer DSS.  Some submissions suggested this as an alternative option should a dedicated Ministry or Commission not be established.

Other responses were less specific about who should administer DSS funds.  However, there was high value placed on national consistency and many people were concerned that fragmentation of the purchasing role would undermine this.  

Funding by the District Health Boards

A small minority of submissions supported this option, with many specifically arguing against it, on the grounds that:

· innovation would be stifled

· the need to look for economies of scale will reduce interest in investing for the future.

Respondents identified a number of detailed prerequisites that would need to be met if funding were moved to the District Health Boards.  These generally related to:

· maintaining a specific disability voice within the District Health Boards that is sufficiently powerful to ensure that disability funds are not absorbed into health services.  Several people suggested disability sub-committees be established, with members including people experiencing disability

· assessment of a District Health Board’s suitability to fund disability support.  This was often coupled with the view that not all District Health Boards should be involved in disability services because they did not have the interest or expertise

· transaction costs, which would need to be given due consideration.  The increase in contracting effort and costs to disability services was mentioned many times, and would be particularly burdensome for small not-for-profit organisations.

Age-related funding

Thirty submissions considered age-related funding and were in general agreement that it should be separated from DSS funding.  The following concerns were noted:

· the need to ensure that funds for younger people are not absorbed by the growing aged population

· that age-related disabilities require a different service approach from other service types.  Alignment with personal health would support an integrated continuum of care for older people

· that different skills are required from purchasers and providers. Specialisation would promote innovation.

Respondents often coupled their comments with the need to establish and maintain funding ring-fences for the two distinct groups.  

Other funding issues

While the concept of individualised funding programmes had support, one submission noted there is a risk of reconceptualising disability services as a ‘purchasable good’, rather than a fundamental right.

One submission indicated that the definition of disability is rigid and does not enable sufficient support for people experiencing disability through illness or for people needing palliative care, yet their support needs are often similar.  The interface issues between DSS and personal health mean that a person’s needs are seen out of context and therefore may not be met.

Others noted that disability is under-funded and continues to rely on a charity model.

Local government issues

There were 160 submissions commenting on issues relating to local government bodies or their activities and services, and it was a dominant theme in the consultation meetings.  There was a general sense that local bodies do not understand disability issues and that this needs to improve.  

Some people suggested that local government was failing to meet legal requirements of the Building Code.  Many other physical barriers were also noted to be the responsibility of local bodies.  These included poor footpaths and kerbings, non-regulation of disability parking spaces, non-availability of truly accessible toilets and poor public transport.

Many thought that Councils should be held to certain standards.  There was recognition that remedying current problems would require an injection of funding.  Generally, people felt that central government has responsibility to support local bodies to meet their obligations.  There was strong agreement that there needs to be greater co-ordination between local councils and national bodies.

There were a number of strategies suggested whereby local bodies could ensure that they were aware of the disability issues in their community.  The use of a disability adviser or disability reference group was well supported.  Some suggested that local bodies could link with District Health Boards and share disability representation.

Priorities 

Only 89 submissions discussed priorities, and some of those resisted the notion of prioritisation.  ‘Things fall through gaps when you prioritise.’  Others suggested that priority areas should be those that are likely to achieve the most long-term benefit.  

Recurring throughout these responses was the request to focus on immediate action.  People commented that too much energy went to making structural changes and that this interferes with the momentum required for making change. 

A few people were more specific in stating the action areas that they believed should be addressed first.  Twenty submissions stated that the first priority should be attitudinal change.  This is consistent with the response to the action areas.  Attitudes of public service agencies also need to be addressed.

The second priority, in terms of responses to the action areas, was to improve the educational opportunities and outcomes for people experiencing disability.  Improving educational opportunities and outcomes was also noted as a priority in this section, but by fewer respondents.

Increasing employment opportunities and improving the economic situation of people experiencing disability was addressed by almost as many submissions.  ‘Urgent economic assistance’ was named as a priority in this section, and ten people named improvement in the financial status of people with disabilities who are on a benefit as a priority.  Eight people named more employment and employment options. 

Other requests for prioritisation include:

· the removal of environmental barriers

· better co-ordination between public services

· more funding for services, such as more and better respite care, advocacy and home-help services, including trained carers for older people

· financial recognition of families and carers

· more people experiencing disability in leadership and management roles

· better accountability to parent and carer groups.

Other areas for action 

Several people commented on specific gaps they perceived in the discussion document.  Most particularly these relate to quality of life issues, the need for appropriate accommodation, and support for people with very high needs.

Recreation and quality of life issues

Fifty-eight respondents felt the Strategy should address issues around quality of life for people experiencing disability.

Many felt that the discussion document was too ‘employment focused’ and that full employment is not an option for many people experiencing disability.  These submissions indicated that people experiencing disability need equal access to social networks and avenues for leisure and self-expression.  Submissions addressed the:

· social benefits provided by recreational activities

· role of recreation in child development, with some questioning why leisure activities, such as ‘camps’ are not available as respite options rather than placing children in old-age rest homes

· necessity for sufficient funding.

Several submissions noted that while social integration with the wider community was important, it should be regarded as optional and to be maintained as a choice.  People saw value in activities specific to particular disability groups, and the ability to participate at one’s own level.

The Hillary Commission’s submission outlined No Exceptions, its policy and strategic plan for New Zealanders with a disability.  Its principles include recognition that people experiencing disability need opportunities to take part in sport at their own level of interest and ability, and that those who wish to play sport in an integrated setting can do so in an environment that protects their rights and dignity.

Arts Access Aotearoa wrote of the value of increased access to the arts for people experiencing a disability, in terms of creative self-expression and progress towards a fully inclusive society.  Its proposed new action area for the promotion of arts and culture was endorsed by a number of other organisations and individuals.

Appropriate accommodation

Lack of appropriate accommodation was identified by many respondents as an urgent and ongoing need, in terms of both accessibility and support.  

Supported living was suggested as a way of meeting the accommodation needs of those experiencing severe disability who require significant support, although one submission noted that care must be taken to ensure that the homecare provider does not become too overpowering and controlling of people’s daily living choices.  One submission described a recent review of accommodation options for adults experiencing disability in Britain.

Many people, both in formal submissions and in consultation meetings, described problems with accessibility of housing, and identified it as an issue for both local and central government.  Many respondents called for all new state units to be built to minimum standards of accessibility with, for example, wide passageways, and ‘no shubs’.  One submission noted local authorities could acknowledge those living with disability and promote accessible housing in their District Plans, specifying that, ‘wherever possible’ new homes should be accessible.

Support for people with very high needs

Several people making submissions noted that the discussion document is silent on the needs of those with very high support needs and those of the families caring for them.  One group of parents suggested a programme of work to examine the issues for children with very high support needs, and the families caring for them.  They noted that, realistically, they are not expecting that all their needs can or will be met.
Measuring achievement of the Strategy

How will we know when we have achieved the vision?  What should be measured?

While all of the indicators suggested on page 5 of the discussion document were validated by some, community acceptance received the most support as an indication that the vision has been achieved.  This was true for all groups of respondents and is consistent with the message that society’s attitudes and behaviour are the biggest barriers faced by people experiencing disability.

Employment rates and opportunities were the second most important indicator to respondents.  Closely related are equal access to business opportunities and comparable income levels, but noted by fewer respondents.

Because of the inter-linkages between indicators, and the few respondents who commented specifically on each, further ranking is not possible.  

Ways to measure progress towards the vision 

Suggestions for measuring progress towards the vision centred around direct feedback from people experiencing disability.  ‘We will tell you’, ‘talk to those who it directly affects’ were common responses.  One respondent suggested that funding should be made available ‘to gather lived experience’.  

Support for the use of the Census process to track progress on the Strategy was mixed.  Some felt that Census data was of limited use, while others called for the continuation and extension of the post-Census disability survey.

Many people requested that any questionnaires for people experiencing disability be in plain language, a request relevant to those whose impairment makes paper work difficult, and to those pressured for time and energy.  

Various sources of official information and statistics were suggested to measure progress.

Other methods suggested included:

· consultation with and surveys of support organisations

· surveys of community centres and organisations not directly related to the sector, such as Rotary and Probus, to gauge participation levels.  

Concern was expressed at the lack of base-line data, and some called for comparative research to be begun before implementation, in order to assess the change brought by the Strategy.

Who should monitor progress?

Comments about who should monitor progress were tempered with concern about the costs of new bureaucratic structures.

While self-monitoring was recognised as being essential for government agencies and service providers, responses indicated that self-monitoring is not enough.

Overall, monitoring by an independent agency received more support than monitoring by a government agency.  Suggestions for government monitoring focused on a Ministry or Minister for Disability, or a Disability Commissioner. 

Many suggestions were made for the establishment of an independent national body comprising representatives of existing organisations.  This group could be elected or appointed on a regular basis.  Some who specifically called for monitoring by an independent organisation also suggested a Disability Commissioner.

Involvement of people experiencing disability, particularly as part of whatever monitoring group eventuates, was a common theme of the consultation meetings, and was also supported by formal submissions.  A number of respondents wanted to make sure that people experiencing disability were involved in both the design and analysis of any research intended to measure progress of the Strategy, and there was a high level of concern about accurate interpretation and feedback of findings to the disability sector.

Comments also reflected the concerns of specific groups of people, such as the involvement of the Deaf community, and culturally appropriate monitoring.  

Consultation

Forty-five percent of all responses addressed the question of consultation, and the majority endorsed the methods used in the current consultation round.  ‘Consultation with stakeholders’ and ‘public meetings’ were the methods most highly regarded for future consultation.

Despite the large turnout to the meetings overall, the largest single comment about what had not worked well with the current consultation was advertising.  A few meetings had low turnouts, and in referring to these, people suggested that better use could be made of local newspapers and radio stations in those areas.  

Many people mentioned the need for extended timeframes, both in terms of the time between advertising and holding the meetings, and in terms of the time allowed for feedback.

In spite of these concerns, respondents overall were very positive about the New Zealand Disability Strategy consultation.  People particularly appreciated ‘the chance to share ideas’, were pleased their own networks had been involved in the process, and liked the idea of regional meetings.  One comment commending the ‘genuine participatory focus’ of the meetings was echoed by many.  

People were impressed that the discussion document had been immediately available in a variety of formats (including electronic) and were pleased that New Zealand Sign Language interpreters had been provided for meetings.
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