	Summary of the New zealand Carers' Strategy Consultation Findings


Submission process and feedback

Process

1 The Carers’ Strategy consultation period ran from Monday 23 July to Friday 14 September 2007, although the Ministry of Social Development continued to accept submissions until 21 September. The process was led by a partnership between the Carers Alliance and the Ministry of Social Development, with stakeholders feeding back through written submissions and meetings and by completing a short survey run by Carers New Zealand and the Carers Alliance.
2 The consultation document Caring for New Zealand Carers outlined a draft vision, principles, ideas of areas for action, and 14 questions. The document was distributed to 1,000 stakeholders, made available on the internet, and promoted by government agencies and the Carers Alliance. Carers New Zealand produced a summary of the document in Family Care magazine and distributed 23,000 copies of the magazine to carers and other interested parties. The consultation process was also publicised in a number of government agencies’ and non-governmental organisations’ (NGO) newsletters, including Carers New Zealand’s e-zine, distributed to 14,000 people. 
Volume of responses

3 There was a positive response to the consultation, particularly from individual informal carers. In total 200 written submissions were received. This included 79 submissions from informal carers, four from people being supported by informal carers, and 81 submissions from a wide range of organisations. These included 42 submissions from NGOs in the Health and Disability sector and 16 from health or disability providers or purchasers of health and disability services. The Carers Alliance made a submission on behalf of their members. A summary of organisations who responded is shown below. A list of all the organisations that provided a written submission is provided at the end of this paper. 

Table 1: Summary of respondents who provided written submissions

	Group
	Number of submissions

	Academic
	2

	Carers
	79

	Employers, unions and workplace organisations
	4

	Health professionals
	8

	Health providers
	2

	Disability providers
	4

	Health purchasers
	10

	Interested members of the public
	4

	Meetings held by NGOs
	11

	Ministerial Advisory body
	1

	Crown entities
	4

	NGOs - health and disability
	42

	NGOs - other
	6

	Person being supported
	4

	Political parties
	3

	Trainer of paid staff
	1

	Unknown/ other
	15

	Total
	200


4 Over 1,000 people attended meetings over the consultation period. These included ten public meetings, seven hui, five fono and 41 meetings organised by NGOs in the Carers Alliance
. In addition Carers New Zealand and the Carers Alliance received over 600 responses to a short survey asking carers to identify their priorities for change, which was available at meetings and on the internet.
Priorities identified in the consultation process

Survey of carers’ priorities

5 Carers New Zealand and the Carers Alliance received over 600 responses during the consultation period to a survey to rank priorities for the Carers’ Strategy. Carers were asked to select their top five priorities for action from a list of 16 common carer concerns.  They also had the opportunity to nominate their own concerns.  The survey also asked carers whether they had been injured during their caring duties and, if so, whether they sought treatment or made an ACC claim for their injury.  
6 A total of 466 respondents ranked their top five priorities. The survey found that carers placed their own health and wellbeing as an important priority and they were also very concerned about the welfare of the person they supported. Access to breaks, improved support services, and being recognised as part of the family care ‘team’ by health professionals were also seen as priorities by carers.
Priorities identified through written submissions and meetings

7 People were asked which areas needed immediate action and which areas were important but more long-term in nature. The feedback was similar to the results of the priorities survey, with health and wellbeing (and related supports, especially having a break) and financial support as the most frequently named priorities. Payment to family or whānau carers was also important, particularly to Māori and Pacific people, who stressed the need to care for their own whānau. Information, employment and young carers were also seen as priorities, with information provision being mentioned in all themes. 

Conclusions

8 Five key priorities for action were identified through the consultation:

· protecting the health and wellbeing of carers

· having a break, a key part of protecting carers’ health and wellbeing

· information provision, a key factor in supporting the other priorities

· financial support for carers 

· improving services delivered by health professionals, including more consideration of carers’ experience and needs

· the provision of training and pathways to employment for carers. 

Analysis of written submissions and meetings
Approach to analysis

9 The consultation feedback was jointly analysed by the Ministry of Social Development, the Department of Labour and the Carers Alliance. The discussion from the ten public meetings was written up and analysed alongside the written submissions. The summary below does not itemise every point raised, but each contribution has been considered to ensure that this report provides a fair representation of the feedback.
Themes
10 The following analysis of submissions is broadly organised by the themes presented in the consultation document Caring for New Zealand Carers, confirming support for the main areas for action:

· vision and principles

· recognition

· health and wellbeing

· time out from caring

· employment and education

· financial support

· information

· Māori carers

· other specific groups of carers, including Pacific carers and young carers.

Vision and principles

11 The consultation document outlined a draft vision where:

New Zealand is a society that recognises and values family, whānau and other informal carers. Carers have the choices and opportunities to participate to the extent that they would wish in work, education and in other social activities. Carers’ voices are heard in decision-making that affects them. 

12 The draft vision was supported by six draft principles covering recognition of caring, improving life choices and opportunities, meeting diversity of need, providing quality supports, empowerment, and recognising that the life choices and the needs of carers and those they support are integral to each other.

13 There was widespread support for the vision and principles. The word ‘choice’ particularly resonated with stakeholders. There was mixed support for the term ‘recognition’. While some respondents welcomed it, many people thought it was “lip service” if there were no tangible actions to achieve the vision. Some people commented that the principles should be more concise and more action-orientated.

14 Principle five received the most feedback. 
Encourage information, supports and resources that are proactive, high-quality, customer-focused and empower carers.

15 Some people did not connect with the words ‘customer-focused’ and ‘empower’, finding them to be vague. The Mental Health Foundation suggested focusing on autonomy rather than empowerment:
“Autonomy … goes beyond the principle of empowerment… Autonomy allows each individual to choose their own most positive supports. Having chosen these supports, individuals gain strength from connecting and participating in wider groupings of family/whānau and communities on the basis of independence.”  Mental Health Commission.  

16 Additional suggestions were to strengthen the ideas of:

· a partnership between health and disability services and carers 
· an early investment approach to help grow a sustainable system of social support

· equity, with similar supports provided regardless of how an illness or impairment arises
· acknowledgement, in addition to the idea of recognition
· the potential of communities to share the caring load

· human rights, as a fundamental cornerstone of government policy and practice

· the whānau being a cohesive unit, which should be able to determine and nurture its own care needs.
Recognition

17 People were asked if carers were effectively valued and recognised, and what would improve recognition of family and other informal carers. Respondents felt that carers were not currently valued, mainly due to a lack of recognition by the Government, but also by health professionals, Needs Assessment and Service Coordination organisations, employers and wider society. 
“…Recognised and valued at the moment? Are you kidding? We have to go to WINZ and beg for a benefit… fill out mountains of forms every few months… we have virtually no time off.”  Carer

18 Most submissions focused on two areas where recognition could be improved:
· recognising the savings to the Government from informal caring, and providing more financial support and compensation for the costs from caring to acknowledge this. The idea of a wage for caring was often raised, as was the perceived stigma of having to claim a benefit

· being listened to and respected by health professionals. Some respondents commented that many health professionals had a paternalistic attitude, did not see the carer as part of the care ‘team’, and did not recognise carers’ knowledge, skills and expertise in supporting their friend or family member. 
19 Other suggestions to improve recognition of informal caring included changing employer attitudes, raising public awareness (the Like Minds mental health campaign was mentioned several times), investing more in support services, and recognising the skills developed through caring. 
Health and wellbeing

20 People were asked what could be done to help carers protect their health and wellbeing. This was a high priority among carers. The most common suggestions related to taking time out from caring (which includes issues around respite, carer support, the formal care workforce and emergency back up). Other frequently mentioned ideas were:

· providing more emotional supports, including the establishment and promotion of carer support groups and free counselling services

· an ‘ABC’ for carers to learn about caring (eg lifting or first aid)

· reducing the stress of applying for supports, and providing more advocacy services.

Emotional support

21 While a number of carers indicated a need for various types of professional counselling (eg to deal with grief, marriage break-down, depression and stress), some carers just wanted someone to talk to and said peer support or a support group would be helpful. Most people who requested counselling stated that it should be free. 

“Support services, such as grief and relationship counselling, support and social networks, and respite care, should be affordable and accessible to carers.” 

Deputy Health and Disability Commissioner

Learning for caring

22 Learning for caring, including training and education programmes, was frequently mentioned as a way to help carers to protect their health and wellbeing. Topics included practical tips for dealing with stress, guilt and caring for others (including skills such as safe lifting), diagnosis-specific education on the condition of the person being supported, rights and responsibilities associated with caring, and planning for transition points and emergencies. 

“Training has a significant impact on the quality and safety of care delivered and the confidence of the carer, maximising the value of their contribution to healthcare, and minimising the risks to both carers and those they care for.” 
New Zealand Nurses Organisation

23 The need for learning for caring is supported by the priorities survey in which 42% of carers reported being injured undertaking caring tasks. Some 41% of these carers had filed an ACC claim or received treatment as a result of the injury. 
24 Respondents frequently said that learning should be delivered at the start of caring and in a flexible way. For example, following GP appointments or before a person is discharged from hospital; and delivery methods, such as one to one, in support groups, through the internet, or in places carers naturally visit, such as GP’s surgeries or in carers’ homes.   

Time out from caring

25 The importance of having a break, or knowing that a break was possible, was consistently seen as being central to the wellbeing of the carer and the person being supported. 

“Respite care is universally regarded as one of the key formal support interventions to alleviate the stress of caring.  It is also a service that carers have identified as critical to their caring efforts.” 

Capital and Coast District Health Board  

26 The current relief care system is seen as confusing with many access barriers.  Issues ranged from the application process, to the family having to source and train their own relief carers, to inefficiencies and inequities in the system. Some respondents raised the issues of inequities across regions in rural areas and between ACC and the health and disability system. The main barriers to taking time out from caring that we identified in submissions are listed below.

Information

27 Carers wanted more information on what options were available, how to access them, and the costs. Some people had been caring for many years (eg in one instance for 45 years) with little knowledge about options for a break. 

Assessment
28 A number of people stated that the assessment for relief care should consider the whole family, whether the carer is supporting more than one person, the level of need of the person being supported, and the natural resources of the carer (eg the carer’s health). People also raised issues with the timeliness of assessment and delays in accessing relief care after an assessment. 

29 Many people commented on the number of forms carers were required to complete to access services either for themselves or for the person they supported. The annual assessment process for Work and Income clients with permanent disabilities was mentioned several times as being bureaucratic. 
Access

30 A number of people commented that it was difficult to find formal care workers and respite when “carer support or respite days” were allocated to them. This included options for care in the daytime, at nighttime, for short periods and for 24-hour periods, and the availability or existence of respite facilities or beds.  This seemed to be a particular concern for those in the working-age bracket. In some areas of the country a core concern for those in the youth-age bracket was the cessation of eligibility for some respite options (ie respite-specific houses with skilled staff) at age 17. In other locations there were fewer options for those under age 17.

Emergency Planning and Back Up
31 The access issues mentioned above also impact on supporting carers through emergency situations. Issues reported included lack of support to develop emergency plans, lack of funding to enact emergency plans, the need for a proactive approach to help prevent emergencies, and the amount of help available immediately after a crisis. 

Quality

32 The quality of caring options for a break was a significant concern for respondents.  The most frequently mentioned issues were reliability (eg paid carers not turning up), age-appropriateness and workforce skills. Some carers either felt disempowered to challenge service providers if they felt contract specifications were not being met, or were unsure what standard of service should be delivered.   

Flexibility and Policy Restrictions
33 Respondents’ feedback focused on two policy restrictions on how they are able to use their respite or relief options:

· the inability to pay family members to undertake respite care 

· the activities the carer can undertake while the relief care is in place (eg employment, convalescent care, health care, use of respite for child care for wider family as well as the disabled person, and the carer still being with the person they support while the relief is in place, such as on holiday).  

“Respite care should be reconceptualised … to allow whānau carers to take leave or undertake education, employment and other pursuits.”  Māori Development Research Centre

Financial

34 The most common financial barriers raised were the need to “top up” carer support payments and the cost of travel to relief options.  

Employment

Transitions into and out of employment
35 People were asked what type of support should be provided to help carers move into or progress in education and employment. In relation to employment, almost all submitters talked of transition from care back to work, without reference to transition from work to care or from one working arrangement to another (the consultation document did not specifically ask about any other types of transitions).

36 The most frequently mentioned issue related to a range of financial support for carers to upskill or retrain, including provision of relief care, scholarships, reduced fees or subsidised loans. Respondents mentioned:

· recognition of the ‘soft’ skills carers had acquired and accrediting these towards formal qualifications (this was not restricted to just formal care qualifications)

· financial help and relief care while retraining

· more pastoral support at educational institutions

· flexibility in course and provider requirements, for example in the time available to complete assignments

· the need for services providing more tailored advice about the labour market and training, career advice and CV writing
· ‘bridging courses’ and support available to assist carers to move from caring responsibilities back into work.

Workplace issues
37 People were asked what employers could do to help carers balance paid work and caring, and how the Government could support employers to do this. The need for flexible hours was by far the most frequently mentioned employment issue. Responses around flexibility identified a range of options, including working from home, job-sharing and part-time hours. Other ideas raised by a number of respondents were:

· financial incentives (both direct payments or tax breaks) to employers to increase the flexibility of hours and to provide paid leave and staff cover

· paid leave for carers, in addition to current sick leave and annual leave entitlements

· a perception that employers need to be more understanding of carers’ circumstances (this attracted a similar level of response to financial incentives and additional leave)

· information for employers, including guidelines and best-practice workplace practices which support employees with caring responsibilities and recognise skills that those with caring responsibilities can bring to the workplace.
38 A few submitters supported legislating for flexible work, with employers needing reasonable grounds to deny flexible work or reduced hours. However similar numbers of respondents were against legislative approaches. 

The role of services meeting the needs of people being supported
39 A few working-age carers felt that reliable, good-quality relief care services for adults were essential to balancing care and employment. Another issue of concern was the lack of appropriate after-school and holiday care for special needs children who could not be accommodated in mainstream services; in particular the lack of programmes for those aged over 14.

Financial support

40 Financial issues were clearly of concern to respondents. There were different views on the level of extra financial support required. Some full-time carers tended to ask for a ‘living wage’, while people caring for a lower number of hours tended to ask for help with costs related to caring, such as medical-related costs (eg seeing a GP, purchasing special food, continence pads or housing alterations) or costs of travel or heating. 

41 A number of people commented on the income support system, focusing on the areas below.
· The direct costs of caring, related to disability and ill health: some submitters felt that many direct costs of disability and ill health were not covered by the Disability Allowance, or that the Disability Allowance was for the person being supported and did not cover costs for which carers pay. 
· The stigma attached to claiming a benefit: some people asked for a payment (rather than a benefit) to carers, payable through the health system rather than the income support system.
42 Many respondents felt that the way the benefit, tax and health systems interact provided few financial incentives to continue in employment. It was suggested that the cumulative effect of income- and asset-testing across all the services available to carers and the person they support should be considered. In particular the ability to return to work on a part-time basis while on benefit without being unduly penalised was of importance to a number of respondents.

43 Tax breaks and difficulties carers have in saving for retirement were mentioned. A few respondents suggested ways in which carers might be able to access the benefits of the Kiwisaver scheme. The idea that the Government could put a notional value on caring so that unpaid carers would still be able to access the Kiwisaver start-up amount and consequent tax rebates once they start earning found some support. 

Information

Information for carers

44 People were asked what type of information carers need and how information and advice should be provided. There was strong support for better information, with a level of desperation shown by some respondents.

“Please tell us where to get help, it is getting unbearable.” Carer
45 Respondents asked for information on a wide range of subjects. The most common theme was eligibility for services such as financial support and relief care. For some this was driven by the need to understand the whole system, whereas others felt trapped between agencies and asked for an advocate or ‘key worker’ to help them access services. Some people commented on the “professional gatekeeping of information”.
“I find that Carers are not always made aware of what help is available for them and their families… Having given people this information over the years through Citizens Advice Bureau I appreciate how much knowing what is available and how to access it can help carers.”  Rural Women New Zealand Incorporated
46 A second common subject area was the collection of information in one place, for example information on equipment providers, local carers’ groups or respite services. 
47 Some of the topics on which carers asked for information were similar to subjects on which they requested learning (eg information on medical conditions and coping with challenging behaviour). 

48 Many respondents commented on the best method to convey information. This ranged widely, both in delivery (eg face to face, freephone and internet) and provider (eg GPs, a dedicated carer service and government agencies). Where people asked for written information, some stressed that this should be carefully filtered, with a knowledgeable person available to add further explanation if required. 
“There should be multiple gateways for generic carer information, advice and support (no wrong door). There should be less duplication of information and similar services for carers across government (create once, share freely many times).”  Carers New Zealand

49 A number of respondents commented on the importance of timing of information. The need for more information at key points, such as hospital discharge, and transition points was frequently mentioned. 

“Providing information to carers - kanohi ki te kanohi - in the early stages of caring is important.  Any discharge planning should be developed with the carer there.” Waikirikiri Social Services Committee
50 For others, follow-up was just as essential, as often people were not able to absorb or retain information when they first learnt about their new caring role. 

“Information just goes in and out at first.” Carer
Information for people interacting with carers

51 The need to increase awareness of the existence and importance of informal caring for several groups was a recurring theme in the consultation period. This included health professionals (such as hospital discharge staff, nurses and GPs), Work and Income staff, ACC staff, employers and teachers. 

Māori carers

52 We asked people what challenges Māori, Pacific and younger carers face, and what the best ways were to support them. While many people commented on this, a number of people felt that the Carers’ Strategy should consider the uniqueness of all carers and families, and should not single out certain groups. 

53 A hui was held in Auckland with over 200 attendees from the Māori and Pacific communities, with other consultation hui taking place in the Bay of Islands, King Country, Bay of Plenty, Taranaki and Gisborne. Attendees represented Māori service providers or community organisations, some mainstream NGOs and Pacific Island organisations, whānau carers
 and people receiving support.

54 Some attendees of the meetings felt that the vision statement and principles did not reflect the realities or aspirations of Māori strongly enough. It was consistently highlighted that respect for carers, recognition of the whānau as a cohesive unit, and interdependency of the carer and person they support must be stronger themes. The hui suggested changes to the vision and stressed that informal carers:

· are indispensable to the wellbeing of a caring society

· should be an acknowledged workforce of value that provides an essential service to society. 

55 Many Māori and Pacific carers expressed a strong desire for services and support to recognise the whānau unit as a whole. Many of the changes Māori and Pacific carers wanted to see were consistent with other carers’ feedback. Examples of this are:

· acknowledgement of carers as a valuable workforce
· better relationships with health professionals

· a carers’ wage rather than a benefit

· more learning for carers

· changes to the time out system

· more accessible information, including an 0800 number and one-stop-shops for carers. 

56 Additional insights were that the Government should provide:
· improvements in respite care to more easily enable relief care in the home 

· support for organisations to undertake kaupapa Māori practices with a culturally appropriate support and advocacy network being made available

· a Māori needs assessment service as the first contact in providing a support package for Māori carers, or funding being provided to Māori providers to enable them to collaborate with mainstream providers
· culturally appropriate training for whānau carers.
Pacific carers

57 In addition to the comments above, Pacific carers also mentioned that:

· language barriers were sometimes an obstacle to accessing services

· they frequently share caring responsibilities around the wider family and often do not meet the ‘primary carer’ model often used in assessment

· the ideas of respect and continuity should be added to the principles

· there was concern that carers who were not New Zealand citizens or permanent residents did not qualify for funding support, and Pacific carers particularly considered that on humanitarian grounds these people and the people they support should be eligible for a caring allowance.

Young carers

58 Many respondents agreed that young carers deserved particular attention due to the impact of caring on their opportunities to play, socialise or succeed at school. Respondents thought the main challenges facing young carers were difficulty with schoolwork, being a hidden population, isolation, and fewer ongoing educational and personal development opportunities. 
“Children need to have fun and make friends.” Carer
59 There was strong support for also considering the needs of siblings of a disabled person within the young carer theme. This focused on providing breaks for siblings and allowing them to meet young people in similar circumstances, such as through sibling camps.

“My older son announced after [my husband and I] had been separated for about six months that he thought we had opted out nicely as now he was the only person who had to cope with his brother twenty-four-seven. This was so true and yet there was nowhere in the needs assessment process where his needs could also be taken into account.”  Carer 

60 Many respondents saw a role for both the health system and the education system in identifying and supporting young carers. Face-to-face guidance, peer support and flexibility in the school system were frequently cited as useful actions.

“Even if the young person’s role as a carer is known (and it frequently is not), it is too easy for school staff to dismiss that as a consideration when applying "the rules". For example, disciplinary action for absences related to caring or embarrassing kids in front of peers by putting down the caring role.”  

School counsellor

61 The need for information was also frequently mentioned, with suggestions of providing information in places young people gather and in formats they use. The need for advocacy for the young person was also raised. 
Other specific groups of carers

62 People were asked if there were any other groups of carers who may be particularly disadvantaged in their caring role, and how they could be better supported. A range of other groups of carers were mentioned by respondents, including carers who were older or living in rural areas, men, refugees, immigrants, lesbian or gay, or those who had a disability or poor health themselves. 
63 The challenges facing rural carers were mentioned a number of times. These included the cost of transport, isolation, and less accessible services. Knowing where to receive support and information were also considered as important.  
64 Older carers were another frequently mentioned group, particularly because they often need support themselves, and this may change over time. The strains on grandparents who were raising grandchildren were mentioned several times, particularly financial burdens.

Submission from the Carers Alliance

65 The Carers Alliance provided a submission on behalf of 45 NGOs. This covers a wide range of areas and suggests a number of short- and longer-term initiatives for change. The Alliance’s submission seeks a formal ongoing partnership with the Government for the Five-year Action Plan to develop policy relating to family carers, service specification for providers of supports to carers, and monitoring and reporting of outcomes from the Action Plan. The Alliance argues that while some areas of the Action Plan must reside with the Government, others can be achieved through a “shared ownership and outcomes” framework. 

66 The Alliance also promotes the development of a “hub” for expertise and development of carer-specific information. 

List of organisations that provided submissions
67 The table below lists organisations that provided submissions. We also received submissions from 108 individuals including 79 carers, four people being supported, seven health professionals, two employers, a Work and Income case manager, four interested members of the public and 11 people who did not state their interest in the Carers’ Strategy. Eleven written submission were received summarising the feedback at meetings held by NGOs.

Table 2: List of organisations who provided submissions

	Organisation

	Age Concern, New Zealand

	Alzheimers, Counties Manukau branch

	Alzheimers, New Zealand 

	Auckland District Health Board, Older People Services

	Autism NZ Inc, Canterbury branch 

	Bipolar Support, Canterbury branch

	Business New Zealand

	Cancer Society of New Zealand 

	Capital & Coast District Health Board

	Carers New Zealand/ Carers Alliance

	Career Force

	Carers' Society, Otago 

	Caring for Carers, Canterbury 

	CCS Disability Action, New Zealand

	CCS Disability Action, Wellington

	Child Cancer Foundation 

	Christchurch City Council

	Cystic Fibrosis Association, Canterbury branch 

	Cystic Fibrosis Association, New Zealand

	Deputy Health and Disability Commissioner

	District Health Boards New Zealand Inc, Care and Support Workforce Strategy Group

	Donaldson Residential Trust 

	Equity for Illness

	Falepipi he Mafola Group

	Families Commission 

	Franklin Branch of Business and Professional Women's Annual Conference

	Grandparents raising Grandchildren 

	Hamilton East Labour Party, Kirk Branch

	Hemophilia Foundation of New Zealand

	Human Rights Commission

	Kidney Society Inc, Auckland branch

	Labour Seniors' Branch, Rotorua Electorate

	Maori Development Research Centre Ltd 

	Mental Health Commission

	Mid Central District Health Board

	Motor Neurone Disease Association of New Zealand Inc

	MP for United Future, Deputy Leader, Spokesperson for Disabilities Issues

	Multiple Sclerosis Society, Wellington branch 

	National Advisory Council on the Employment of Women 

	Nelson Marlborough District Health Board, Disability Support Advisory Committee

	New Zealand Chinese Association, Manawatu Branch Incorporated

	New Zealand Continence Association 

	New Zealand Council of Trade Unions  

	New Zealand Federation of Voluntary Welfare Organisations

	New Zealand Institute for Research on Ageing

	New Zealand Nurses Organisation 

	Northern Regional Family/Whanau Forum in Mental Health

	Northland District Health Board, Health of Older People Support Services

	NZ AIDS Foundation

	NZ Graduate Women's Association, Otago

	NZ Sikh Women Association 

	Palmerston North Community Advisory Group to the Manawatu Primary Health Organisation

	Parent to Parent Inc 

	Parent to Parent, Waikato branch

	Parkinsons New Zealand 

	Personal Advocacy Trust Inc 

	Prader-Willi Syndrome Association (NZ) Inc

	Rural Women Incorporated

	Schizophrenia Fellowship NZ Inc 

	SF Wairarapa/ Family/Whanau Carers 

	Shanti Niwas 

	South Auckland Young Stroke Organisation

	Starship Children's Hospital, Auckland

	Stroke Club, Ellerslie/Panmure 

	Stroke Club, Howick 

	Stroke Club, Manurewa 

	Stroke Foundation, Manawatu 

	Stroke Foundation, Northern Region

	Stroke Foundation, Southern Region 

	Stroke Support Group, South Waikato 

	Support Works (NASC)

	Taikura Trust (NASC)

	Taranaki District Health Board 

	Tau Tupuna Niue Group

	The Family Network Inc 

	The Tuhoe Matauranga Trust, Kaiwhakahaere

	TOA PACIFIC

	Waikirikiri Social Services Committee

	Waitemata District Health Board, Health of Older People

	Waitemata District Health Board, West Child and Adolescent Mental Health Services

	Wellington After-Care Association Inc


� NGOs that held meetings took notes and summarised the feedback in written submissions. The Ministry of Social Development received 11 written submissions covering 41 meetings held by NGOs, seven hui and five fono.   


� Māori informal carers are more commonly called whānau carers or Kaiawhina.
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