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1. Executive summary 

1.1 Background 
For more than 20 years, the Ministry of Health (the Ministry) and its predecessors have had a 
policy of not paying parents, spouses or resident family members to provide support for their 
disabled relatives. This approach was based on the view that government-funded disability 
support services should be allocated to help meet disability support needs that family were 
unable or unwilling to meet. 

 
The Ministry spends about $1.028 billion a year of Vote Health funding on a variety of disability 
support services for around 30,350 people (usually aged under 65) with physical, sensory and 
intellectual disabilities who need ongoing support, and their carers.  

 
In 2001, Susan Atkinson and eight others (the plaintiffs) challenged the Ministry’s policy of not 
allowing family members to be paid for providing disability support services by taking 
complaints to the Human Rights Commission. Their case (known as the Family Carers case) 
focused on parents of disabled adult sons and daughters who required an ongoing and high 
level of care. The Human Rights Review Tribunal considered the case and, in January 2010, 
released its decision that the policy was discriminatory. The Crown appealed the tribunal’s 
decision through the High Court and the Court of Appeal. In May 2012, the Court of Appeal 
released its decision that declined the Crown’s appeal. The Government decided not to appeal 
this decision. 

 
The new policy will focus on the groups and services that are most central to the court’s 
decision. These are parents and resident family members providing home and community 
support to adult disabled relatives.  

 
To help develop the new policy, a consultation document explaining different ways family 
carers could be paid and what that could mean was released as the basis for a public 
consultation process on 19 September 2012 and closed on 6 November 2012. Of the 
submissions received, 517 were made online and 102 in writing, and 17 group meetings were 
held throughout New Zealand with interested members of the public, including meetings with 
the Disability Support Services Consumer Consortium and the plaintiffs, hui in both Auckland 
and Taranaki and an Auckland Pasifika group meeting.  

 
This summary presents the findings by question areas as outlined in the consultation 
document. It explores the views by type of submitter by incorporating comments freely made by 
submitters and through group meetings.  

1.2 Summary of submissions analysis 
‘We want to be paid the same as you’d pay anyone else for doing the job’ (plaintiffs) captures 
the prevalent theme underlying feedback in the submissions.  
 
The dominant recurring theme expressed by submitters throughout the course of their 
submissions is the need for a payment for family carers policy to give equity between family 
carers and non-family carers and to provide status and recognition for family carers in New 
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Zealand. Any payment of family carers should be in addition to existing financial and support 
arrangements received from any source. 
 
Submitters endorse case by case, regular and collaborative needs assessment to ensure 
disabled people’s needs are met through using a disabled person-centred approach. 
Independent advocacy for disabled people and family carers and external audits of processes 
and assessment tools is valued to ensure the needs of disabled people and family carers are 
catered for. Submitting organisations place particular emphasis on ensuring the payment to 
family carer policy has clear guidelines and eligibility criteria. 
 
Submitters agree that ‘family knows best’ as they have the experience and insight to determine 
the nature and complexity of need and the support required.  

 
Māori and Pasifika submitters express concern over a lack of culturally appropriate needs 
assessment tools, which results in overlooking specific cultural norms and leads to unmet 
needs. 

 
There are polarised views on whether or not there should be a targeted approach to the policy. 
Regardless of agreement with a targeted approach, targeting based on high or complex need 
and/or when there are significant risks to the safety and wellbeing of disabled people and their 
carers is considered most appropriate by submitters.  

 
Overall, submitters prefer being paid by way of an allowance over employment. This is 
especially the case for family carers. Whilst employment is seen as giving greater status, 
recognition and equity compared with non-family carers, allowance is seen to be fairer and 
more equitable. It offers greater flexibility to disabled people and their families to cater for 
individual and changing needs, recognises that natural support is an important part of family life 
and is more straightforward and easier to administer, especially for older family carers. 

 
Of the submitters who had a view on who should determine what family carers are paid (one in 
five did not answer the question), there is a split between family determining how much unpaid 
support they will provide and Needs Assessment and Service Coordination (NASC) 
organisations determining how much will be provided using a principles-based or generic 
approach. However, disabled people are significantly more likely to say family should 
determine how much unpaid support they will provide over NASCs.  

 
Two key principles for determining what unpaid support family carers are expected to provide 
are that the disabled person is comfortable with the family member delivering the support and 
the family member is capable of providing the support without compromising their own or the 
disabled person’s safety. 

 
Submitters had difficulty determining how much unpaid support they would be expected to 
provide per week because of changeable needs week to week, that caring is a 24-hour job and 
caring and natural support is part of family life. One in three was unable to say how many 
unpaid hours were acceptable, a further one in three said no unpaid hours and for the 
remaining one in three the number of acceptable unpaid hours spanned from one to 40 hours 
per week. 

 
If payment were made through the welfare system, submitters prefer tiered payment based on 
the disabled person’s assessed support need. One in two prefer payment by employment or 
allowance rather than through the welfare system because of the stigma attached to being a 
beneficiary. This is particularly the case for Māori. 
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If trade-offs have to be made, one in four submitters would allocate funds based on the level of 
need. Cost savings through efficiencies (e.g. using existing frameworks and systems and 
government agency co-ordinations) are preferred because they believe paying family carers is 
a priority. 

1.3 Conclusions 
Submitters believe that paying family carers is key to ensuring positive outcomes for disabled 
people and their families, provided existing financial and external supports and relationships 
are not taken away. 

 
Family carers have the ‘real life’ experience, knowledge and willingness to provide consistency 
of care for disabled people, and disabled people have a preference to be cared for by family 
carers, providing two key principles are met. First, that the disabled person is comfortable with 
the family member providing the support and, second, that the family member is capable of 
providing necessary support without compromising their own or their disabled family member’s 
safety. 

 
To support positive outcomes, submitters favour a case-by-case, collaborative and regular 
needs assessment between a NASC agency, family carers and disabled people to cater for 
individual and changing needs. This needs assessment would use appropriate assessment 
tools and processes, including adopting a cultural lens.  
 
Emphasis is placed on the importance of independent advocacy for disabled people and family 
carers and external auditing of processes and assessment tools used by NASC agencies to 
ensure needs are met and quality care is provided. Submitting organisations place particular 
emphasis on ensuring the payment to family carer policy has clear guidelines and eligibility 
criteria.  

 
There is preference for payment by allowance rather than employment and there are low levels 
of interest in being paid through the welfare system because of the associated stigma. 

 
If trade-offs have to be made, submitters prefer a tiered system based on the nature and 
complexity of the disabled person’s support needs. 
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2. Introduction 

2.1 Background 
The Ministry of Health (the Ministry) spends about $1.028 billion a year of Vote Health funding 
on a variety of disability support services for around 30,350 people (usually aged under 65) 
with physical, sensory and intellectual disabilities who need ongoing support, and their carers.  

 
For more than 20 years, the Ministry and its predecessors have operated a policy of not paying 
parents, spouses or resident family members to provide support for their disabled relatives. 
This approach was based on the view that government-funded disability support services 
should be allocated to help meet disability support needs that family were unable or unwilling to 
meet. 

 
In 2001, Susan Atkinson and eight others (the plaintiffs) challenged the Ministry’s policy of not 
allowing family members to be paid for providing disability support services by taking 
complaints to the Human Rights Commission. Their case (known as the Family Carers case) 
focused on parents of disabled adult sons and daughters who required an ongoing and high 
level of care. The Human Rights Review Tribunal considered the case and, in January 2010, 
released its decision that the policy was discriminatory. The Crown appealed the tribunal’s 
decision through the High Court and the Court of Appeal. In May 2012, the Court of Appeal 
released its decision that declined the Crown’s appeal. The Government decided not to appeal 
this decision. 

 
To help develop the new policy, a consultation document explaining different ways family 
carers could be paid and what that could mean was released on 19 September 2012.  The 
consultation period closed on 6 November 2012. Submissions could be made online, in writing 
or by attending a group meeting.  
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2.2 Analysis of submissions 
All submissions were analysed using thematic-based coding. A code is defined as a comment, 
issue or recommendation that was explicitly made in the submissions.  

 
A code frame was developed from the commentary and questions in the consultation document 
and from reviewing a random selection of 100 submissions. Each submission was assigned 
one or more codes, depending on the content of submissions. All submissions analysed were 
validated to ensure the correct codes were assigned to them. 

 
All codes were entered into an Excel database, along with responses to the quantitative 
questions. The data was analysed by the question areas in the consultation document and by 
type of submitter and the age and ethnicity1 of submitter.  

 
This report summarises the submissions and presents the findings by the question areas 
outlined in the consultation document: 

1. Profile of submitters. 
2. How can we ensure good outcomes for disabled people and their families? 
3. Should eligibility for payment be targeted? 
4. How should family carers be paid? 
5. What should family carers be paid for? 
6. Should a family carers payment be established through the welfare system? 
7. What can the Government afford? 

Caveats 
The following caveats apply to this summary report: 

- This summary report focuses on the overall response to the questions in the 
consultation document and identifies a range of common shared perspectives rather 
than the rich and personal stories contained in many of the individual submissions.  

 
- Submitters often repeat opinions throughout the submission document. In this case, 

thematic codes have been counted and statistical testing has been applied to identify 
differences in emphasis between groups of submitters. These themes have been used 
to expand on the quantitative data and question-specific free comments.  

 
- The content of many of the submissions focuses on opinion and experiences rather 

than policy comment. 
 
- Information from the group meetings has been used to clarify and elaborate on the 

findings as a whole, especially to inform the Māori and Pasifika view. 
 
- 517 completed online submissions were analysed. Survey Monkey definition of a 

completed survey response was used2.  
                                                

 
1  The number of submissions by ethnicity allows only for differences in response between Māori and European to be analysed. 

Responses from other ethnicities are too small for separate analysis. 
2 A completed response is when a respondent makes it all the way through the survey, answers any question and clicks the done 

button. This means the respondent has moved through all the pages, clicked the next button on every page, answered at least one 
question, and finally clicked done. 
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- A further 441 submissions were started but not submitted.  Analysis of these 

submissions was undertaken and the pattern of responses matched the 517 
submissions. 
 

- Of the submitters who responded, 264 gave permission for their name to be appended 
to this summary report. 
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3. Profile of submitters 

3.1 Demographics of submitters 

The Ministry of Health received 619 submissions on Paying Family Carers to Provide 
Disability Support.  

− Three-quarters of submitters are women. 

Figure 1: Gender of submitter

 

− Three-quarters of submitters are aged between 21 and 45 years.  

Figure 2: Age of submitter 
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− Two in three submitters identify as New Zealand European. 

− Submitters who identify as ‘other’ ethnicity are mainly ‘New Zealanders’ or Asian.  

 

Figure 3: Ethnicity of submitter 
 

 

3.2 Type of submitter 

− Two-thirds of submitters are family carers.  

Figure 4: Type of submitter 
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− Two-thirds of individual submitters providing care for a disabled person are caring for a 
person aged 18 years or over.  

Figure 5: Age of disabled person supported by individual submitter 

 
 

− Non-government organisations account for one in four of submissions from 
organisations. Submitters who identify as an ‘other’ organisation are mainly disabled 
people, parents of disabled children or adults and tertiary education providers. 

Figure 6: Type of organisation 
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3.3 Method of submission 

− Of the three methods open to submitters to make a submission, 84% made an online 
submission. 

Figure 7: Method of submission 
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4. How can we ensure good outcomes for disabled 
people and their families? 

4.1 Introduction 

Any policy allowing family members to be paid to provide support will need to be 
accompanied by measures that give assurance that the disabled person’s interests and 
quality of life and those of their family are protected. 

The consultation document asked submitters to comment on ways to ensure that disabled 
people’s interests and quality of life and those of their family are protected under a policy 
allowing family to be paid for providing support. 

4.2 Submitters’ feedback 

Question 1 
One in two submitters believes there should be regular external audits of the services 
provided. 

One in three submitters believes disabled people should have independent support for 
planning and building networks. 

One in four submitters agrees that a modified developmental evaluation tool3should be 
adopted. The definition of this tool as outlined in the consultation document is clearly 
aligned with submitters’ beliefs as expressed in the key themes identified throughout the 
submissions. Therefore, the level of agreement may be understated as a result of the 
meaning of ‘a modified evaluation tool’ not being clearly articulated in the consultation 
document. 

In the space for free comments for this question, submitters endorse the need: 

• for regular and collaborative needs assessments to ensure disabled people’s needs 
are met 

• to adopt a disabled person-centred approach  
• for independent advocacy to ensure the needs of disabled people and carers are 

met. 

 
  

                                                

 
3  Person-centred and outcomes-focused developmental evaluation tools focus on the experiences of, and the outcomes for, people 

who receive support, and on helping providers to develop. They consider how effective an organisation and its services are at 
positively affecting independence, choice and person-centeredness within services through “painting a picture” of the life people are 
living. A modified tool would need to be developed for a paid family carers context 
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Figure 8: Ensuring outcomes for disabled people and their families  

 
 

An analysis of free comments made throughout the submissions regarding requirements to 
ensure good outcomes for disabled people and their families shows different areas of 
emphasis by type of submitter. 

Regular external audits and independent advocacy 

• Organisations place greater importance on regular external audits of Needs 
Assessment and Service Coordination organisations (NASC) and carers to ensure 
quality of assessment and quality of care to minimise potential conflicts of interest 
between family carers and disabled people. 

• The Auckland hui endorsed the need for checks and balances for family carers and 
disabled people through access to independent advocacy. The Disability Support 
Services Consumer Consortium placed emphasis on the need for independent 
advocacy for disabled people. 

• Organisations place emphasis on family carers conforming to standards to improve 
the quality of care. 

Protect existing arrangements 

• Organisations advocate for the protection of existing financial and support 
arrangements (e.g. respite care and welfare benefits) for disabled people and their 
family carers and to ensure that family carers are not financially disadvantaged in 
any way, for example, through payment of tax or loss of existing allowances.  

24% 

37% 

49% 

30% 

44% 

56% 

27% 

31% 

48% 

24% 

36% 

57% 

25% 

33% 

47% 

0% 20% 40% 60% 80% 100%

Total
Disabled People
Family Carers
Other Individuals
Organisations

Use a modified 
developmental 
evaluation tool 

Require disabled 
people to have 
independent support 
for planning and 
building networks 

Carry out regular 
external audits of the 
quality of services 
provided 

Q1. What do you think is the best way to ensure that disabled people’s interests and 
quality of life and those of their family are protected under a policy allowing family to be 
paid for providing support? 

Base: n= 619 



 

  1 5  

• Family carers 45 years of age and over are more likely to emphasise the need to 
maintain and/or increase access to respite services than family carers under 45 
years of age, as are European family carers over Māori family carers. 

Clear and flexible carer support policy guidelines 

• Organisations place emphasis on the need to ensure the payment of family carers 
policy has clear guidelines and eligibility criteria. This view was also raised during 
the Auckland Pasifika group meeting. 

• A recurring and dominant theme for Māori throughout the submissions is for the 
payment of family carers policy to allow flexibility to take into account individual 
cases. This was supported in the Taranaki hui. 

In-home needs assessment 

• Organisations and family carers place greater emphasis than disabled people on an 
in-home needs assessment based on the capabilities of the whole family as being 
central to ensuring good outcomes for disabled people. 

• Family carers and disabled people place greater emphasis than organisations on 
families being consulted about their needs and the use of a collaborative approach 
to needs assessment over imposing a generic solution. 

• Organisations and family carers repeatedly comment that ‘families know best’. They 
can provide the best quality care because they understand the level of support 
required.  

• During group meetings, family care and family carers involvement in decisions 
about the amount and type of care provided was further supported. It provides 
continuity of care when compared with often inadequate, changeable formal 
supports that may be retracted if complaints are made. 

Adopting a cultural lens 

• Organisations, Māori and Pasifika emphasise the need for a cultural lens to be 
adopted in any policy development and needs assessment by service providers. 
This view is raised throughout the submissions and supported during the Auckland 
and Taranaki hui and Pasifika group meeting. 

Family/whānau through the cultural lens 

• Free comments throughout the submissions, combined with those from the 
Auckland and Taranaki hui and Pasifika group meeting, emphasise the importance 
of the wellbeing of the whole family for good outcomes:  

Well-being of me is about well-being of entire whānau. 

• These comments also reinforce a preference for families to determine what family 
carers should be paid for, reflect greater resistance to government intrusion into 
families’ lives and to outside carers, and emphasise the need to improve the 
capability of families to provide care. 

The model should encourage family inclusiveness – ‘healing the family’, 
rather than having a non-family carer coming in. Whānau should be talked 
with first and foremost. Help to ‘knit back’ the family, contribute to 
strengthening the family. ‘This is about whanaungatanga, wairua for Māori 
not just putea’. Give families the option to care. Training needs to be in a 
whānau way. 
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• Sensitivity to family circumstances is paramount for Māori and Pasifika, including 
taking into account cultural norms – for example, in Tongan culture, it is taboo for 
sisters and brothers to look after each other. 

Respect for family carers 

• Free comments throughout submissions, combined with comments from group 
meetings emphasise the importance of ensuring respect for carers and recognition 
of the unique circumstances in which they work.  
 

A mother just wants to feel like a mother, not the hired help 
 
No welfare, it’s already shaming enough 
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5. Should eligibility for payment be targeted? 

5.1 Introduction 

The Government may need to target eligibility for payment to manage the additional costs 
of removing the restriction on paying family carers to provide support. This approach would 
mean that the circumstances of the family and disabled person would have to meet 
specified criteria for a family carer to be paid for providing home and community support. 

The consultation document asked submitters whether they agree with the targeted 
approach and the type of circumstances where it could apply. 

5.2 Submitters’ feedback 

Questions 2 and 3 
Views are polarised over whether there should be a targeted approach to paying family 
carers – one in five submitters is unsure and one in 10 did not respond. 

In the space for free comments, those in support of a targeted approach believe that: 

• targeting recognises disabled people and carers most in need 
• payment should be based on complexity of care 
• payment should be based on those in greatest financial need 
• targeting is fiscally responsible. 
• targeting would be less open to financial abuse as there would be greater 

accountability.  

Those not in support of a targeted approach believe: 

• all family carers should be financially recognised, irrespective of the level of 
complexity of care and financial circumstances 

• the most vulnerable people could be disadvantaged.  
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Figure 9: Agreement with targeted approach 

 
 

Question 4 
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carers policy where payment may result in inadequate care of the disabled person 
or disadvantage to the family carers.  

• Māori emphasise targeting based on cultural requirements. 
• European are more likely to emphasise that payment should be made when the 

care precludes the family carer from paid employment. 
• Māori place greater emphasis on payment giving increased financial independence: 

‘love doesn’t pay the bills’, ‘Tikanga means to look after ours, but we need to be 
paid’. 

• Family carers 45 years of age and over place greater emphasis on targeting being 
fiscally responsible. 

 

Figure 10: Circumstances for targeting 
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6. How should family carers be paid? 

6.1 Introduction 

The consultation document outlined two main ways of paying family carers for providing 
disability support. These are by paid employment or by paying an allowance. 

The consultation document asked submitters to outline their preference for one of the two 
main ways of paying family carers to provide disability support services, and their views on 
the benefits and issues of employment and being paid an allowance. 

6.2 Submitters’ feedback 

Questions 5, 6 and 7 
Almost one in two submitters prefers an allowance over employment for paying family 
carers5. Family carers have an even stronger preference for an allowance over 
employment6. 

In the space for free comments, submitters stated that payment would give status and 
recognition to family carers, would require standards to be met to ensure quality care and 
minimise conflicts of interest between family carers and disabled people. 

Irrespective of the type of payment, submitters agree that the method adopted must be 
disabled person-centred and use a collaborative needs assessment that focuses on quality 
of life outcomes for disabled people and family carers. 

While employment gives carers greater status, recognition and equity compared with non-
family carers and elevates the role of family carers in New Zealand society, an allowance is 
seen as: 

• offering greater flexibility to disabled people and their families to cater for individual 
and changing needs 

• being more straightforward and easier to administer (particularly for older carers) 
• being fairer and more equitable 
• recognising natural support as an important part of family life. 

  

                                                

 
5 Total submitters preference for an allowance is statistically significantly higher at the 95% confidence level than their preference for 

employment. 
6 Family carers preference for an allowance is statistically significantly higher at the 95% confidence level than the total submitters 

preference for an allowance. 
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Figure 11: Allowance or employment? 
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7. What should family carers be paid for? 

7.1 Introduction 

The Government needs to have a way of working out what family carers should be paid for. 
Submitters were asked to comment on three possible ways of doing this: 

1.  family determining how much unpaid support they will provide 

2.  NASC organisations using a principles-based approach to determine how much unpaid 
support each family member is expected to provide 

3.  NASC organisations using a generic approach with every family being expected to 
provide a certain amount of unpaid support. 

Submitters were also asked for their views on the number of unpaid hours of home and 
community support they should provide. 

7.2 Submitters’ feedback 

Questions 8, 9, 10 and 11 
Submitters’ views are split between family determining how much unpaid support families 
will provide and NASC organisations determining how much unpaid support families should 
provide using either a principles-based or generic approach. One in five made no response. 

Submitters who prefer family determining support say: 

• Family is better placed to determine the level of support needed. 
• It offers greater flexibility to cater for a wide range of family needs. 

Submitters who prefer NASC determining support say this method: 

• Is fairer (but submitters did not specify how NASC was fairer). 
• Offers greater accountability and minimises the potential for families overstating 

what they can provide. 
• Would minimise the potential for conflict between disabled people and family 

carers. 
• Would be more effective where the disabled person has complex and/or high 

needs. 
• Would ensure quality standards and protection for disabled people and minimise 

conflicts of interest. 
• Would need to ensure families are asked what services they require rather than 

stating what they can have. 
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Disabled people7 have a strong preference for family determining how much unpaid support 
they will provide.  

There is a preference for a principles-based approach over a generic approach to 
determining the level of unpaid support families will provide. 

In the space for free comments, submitters say that families are better at determining what 
support is required and there is a preference for collaborative needs assessment. As 
identified earlier, greater emphasis on the role of family/whānau is made by Māori. When 
submitters believe that NASC organisations are better at determining what support is 
required, it is because they can offer greater consistency and fairness. 

Irrespective of their preference for how unpaid support will be determined, submitters say: 

• Having a framework for determining how much support will be provided will give 
family carers recognition and equity with non-family carers. 

• All family carers should be paid on an equal basis, regardless of the complexity of 
care and family financial circumstances. 

• Payment should be tailored to individual family circumstances. 

Lack of confidence in NASC 

• A dominant and consistent theme for Māori throughout the submissions is for 
NASC to listen to Māori and provide support based on a case-by-case rather than 
generic approach, based on the level of disability and care required and cognisant 
of the cultural needs of Māori. This view was expressed during the Auckland and 
Taranaki hui, the Pasifika group meeting and plaintiffs’ meeting. 

• Māori and Pasifika expressed concern in the group meetings over the lack of a 
NASC culturally appropriate assessment tool. 
 

                                                

 
7 Statistically significant at the 95% confidence level when compared with other  types of submitters. 
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Figure 12: Determining what family carers should be paid 

 
 

 

Question 12 

The two key principles submitters identify for determining what unpaid support family carers 
are expected to provide are: 

• the disabled person is comfortable with the family member providing this type of 
support  

• the family member should be capable of providing the necessary support for their 
disabled family member without compromising their own and their disabled family 
member’s safety. 

The least preferred principle is supporting family to provide unpaid support before paid 
support is considered. 

In the space for free comments, submitters state that principles need to: 

• give status and recognition to family carers 
• be disabled-person centred 
• strike the right balance between the needs of disabled people and those of their 

family carers 
• ensure quality of life outcomes for disabled people and carers based on a 

collaborative needs assessment 
• ask disabled people and their families what they need and not tell them what they 

can have. 
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Figure 13: Suggested principles for a principles-based approach 
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Q12. If NASC organisations were to determine what unpaid support family carers are 
expected to provide using a principles-based approach, which of the following suggested 
principles do you generally agree with? 

Base: n= 619 
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Principles 

1. The disabled person is comfortable with the family member providing this type of 
support. 

2. The family member should be capable of providing the necessary support for their 
disabled family member without compromising their own and their disabled family 
member’s safety. 

3. Expectations of the type and level of support that family should provide unpaid should 
take account of possible adverse effects on the family carer’s and other family members’ 
usual responsibilities and commitments. 

4. At a minimum, the type and level of support provided by a family to disabled family 
members without payment should be equivalent to that which a family would provide for 
a non-disabled family member at a similar age and stage of development. 

5. Greater expectations within some cultures and families of the amount of support family 
members should provide should not mean that government expects these family carers to 
provide more unpaid support than family carers in other situations. 

6. The unpaid support family provides to meet assessed needs is consistent with the 
outcomes in the disabled person’s support plan. 

7. Paid support should not displace support that is provided by a family carer freely and 
willingly, and that is within their capacity and ability. 

8. Alternative options for supporting a family’s ability and capacity to provide unpaid 
support for their disabled family member should be considered before considering paying 
a family member to provide support. 
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Question 13 

Submitters were asked how many hours of unpaid support they think families should 
provide. One in three submitters did not respond to this question, and a further one in three 
did not agree that families should be expected to provide unpaid support. The remaining 
responses span from one hour to more than 40 hours per week of unpaid support. 

In the space for free comments, submitter’s state: 

• that families and disabled people should be asked what they need not told what 
they can have 

• paid and unpaid hours should recognise that natural support is part of family life 
• paid and unpaid hours should recognise that caring is a 24-hour job 
• there is a need for an ongoing collaborative needs assessment as requirements 

and circumstances change over time. 

An analysis of free comments made throughout the submissions shows: 

• Six in 10 submitters throughout the course of their submission placed emphasis on 
the need to focus on paid work not unpaid work. The key motivation is for family 
carers to have equity with non-family carers and for status and recognition to be 
given to family carers in New Zealand. 

• One in two submitters commented that families know best and should be asked 
what they need not told what they can have. 

• Four in 10 emphasised the need for a collaborative needs assessment. 
• Four in 10 emphasised the need for all family carers to be paid on an equal basis. 
• Almost four in 10 emphasised the need for a disabled person-centred approach. 
• Family carers 45 years of age and over are more likely to agree that paid and 

unpaid hours should be recognised because caring is a 24-hour job and cost 
savings through increased efficiencies should be prioritised to ensure family carers 
are paid. The plaintiffs meeting pointed to areas of wasted funding on overheads 
that could be more effectively channelled into the payment of family carers. 

• Family carers 45 years of age and over are also more likely to agree that paid 
support should not displace support that is provided willingly as part of family life. 
This was also supported in the Disability Support Services Consumer Consortium 
meeting. 
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Figure 14: Number of hours of unpaid support 
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8. Should a family carers payment be established 
through the welfare system? 

8.1 Introduction 

An alternative to paying family carers for providing support could be a family carers 
payment that is administered through the welfare system. The payment would recognise 
the contribution family carers make in supporting disabled people rather than reimbursing 
them for providing home and community services. Under this option, no other form of 
payment would be available. 

The consultation document asked submitters to comment on whether they would prefer a 
tiered or flat-rate payment under the welfare system. The document also asked whether 
submitters preferred payment through employment or an allowance, or a contribution 
through the welfare system.  

8.2 Submitters’ feedback 

Question 14 

Six in 10 submitters prefer a tiered-based over a flat-rate approach8.  

In the space for free comments, the submitters note that a tiered-based approach reflects 
varying family circumstances and their changing needs. 

  

                                                

 
8 Statistically significant at the 95% confidence level 
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Figure 15: Tiered or flat-rate payment 
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hand, despite the stigma attached to welfare, a family carers payment through the welfare 
system is considered easier to administer and makes use of an existing system. 

An analysis of free comments made throughout the submissions shows that Māori are least 
likely to want payment through the welfare system. This was reinforced during the group 
meetings.  

 

Figure 16: Recognition by payment or contribution 
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9. What can the Government afford? 

9.1 Introduction 

Paying family carers for support they are currently providing will significantly increase the 
cost of disability support services. These cost increases will need to be managed so that 
the change in policy is affordable. This means that there will need to be trade-offs between 
different policy options. While the Government will look at a wide range of options for 
funding these increased costs, some or all of them may need to be funded from within the 
funding that is already allocated to disability support.  

The consultation document asked submitters for their views on what trade-offs could be 
made to enable family carers to be paid for providing home and community support. 

9.2 Submitters’ feedback 

Question 17 
One in four submitters would allocate funds based on level of need.  

The least favoured trade-off is reducing the level of disability support funding allocated 
across all disabled people receiving Ministry-funded disability supports. 

In the space for free comments, submitters note: 

• paying family carers is important and needs to be prioritised 

• additional funding needs to be found 

• there should be no trade-offs 

• make cost savings through efficiencies (e.g. government agency coordination, using 
existing systems and frameworks) 

 

 



C O N S U L T A T I O N  O N  P A Y I N G  F A M I L Y  C A R E R S  T O  P R O V I D E  D I S A B I L I T Y  S U P P O R T  
S U M M A R Y  R E P O R T  
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Figure 17: Trade offs 
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Q17. If these increased costs need to be funded from within the funding that is already 
allocated to disability support, what would you be willing to trade off to enable family carers 
to be paid for providing home and community support? (Please rank the following from 1 to 
5 with 1 being your most preferred option and 5 being your least preferred option) 

Paying family carers a lower hourly 
rate than the hourly rate paid to 
contracted home and community 
support providers 

Only allowing some families to be 
paid (e.g., only families supporting 
disabled family members with high 
support needs) 

Paying most families but at a 
relatively low level flat rate 

Only allowing families to be paid for 
some of the support they provide 

Reducing the level of disability 
support funding allocated across all 
disabled people receiving Ministry 
funded disability supports 
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Appendix 1: Consultation Document Summary 

Consultation on Paying Family Carers to Provide Disability 
Support – Summary 

Background 
For more than 20 years, the Ministry of Health (the Ministry) and its predecessors have had 
a policy of not paying parents, spouses or resident family members to provide support for 
their disabled relatives. A group of family carers and disabled adult family members 
challenged this policy through the Human Rights Review Tribunal and the courts.  

In May 2012 the court decided that this policy is discriminatory under the New Zealand Bill 
of Rights Act 1990. The Government accepts this decision and is developing a new policy 
allowing family members to be paid for providing home and community support services.  

The Ministry needs to respond quickly to the court’s decision, so the new policy will focus 
first on the groups and services that are most central to the court’s decision. These are 
parents and resident family members providing home and community support to adult 
disabled relatives. The approach taken will help the Government decide how to respond to 
other groups who may be affected by the court’s decision. This includes people receiving 
other disability support services paid for by the Ministry, and groups who receive support 
services paid for by district health boards and other agencies. 

Responding to the court’s decision is challenging. There are many things to think about. 

• The court said the current policy discriminates against family members and this needs 
to change. 

• Different groups have different needs and ideas, and families have different living 
situations and responsibilities. 

• The policy must be affordable. 
• There are trade-offs that will need to be made. 

The consultation document 
To help develop the new policy, a consultation document has been written that explains 
different ways family carers could be paid and what that could mean. There are questions in 
the consultation document to help find out what you think about the different options.  

The policy needs to balance the interests of: 

• those who are being cared for 
• those doing the caring 
• taxpayers  

You can get the consultation document: 

• from the Ministry of Health website: www.health.govt.nz/familycarersconsult 
• by emailing: familycarersconsult@moh.govt.nz 
• by phoning 04 496 2277 for a hard copy, quoting HP 5547 

 
Submissions close at 5 pm 6 November 2012 – your prompt response is appreciated. 

http://www.health.govt.nz/familycarersconsult
mailto:familycarersconsult@moh.govt.nz
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Questions and different options for the new policy 
Here is a summary of the main questions and different options for paying family carers, 
taken from the full consultation document. The consultation document looks at the 
questions and options in more detail and has some examples of how each option might 
work in practice.  

When the consultation document was being developed, a technical advisory group gave 
advice on the options and their likely effects. The group included people from the disability 
and carer sectors who have experience of disability, caring, the disability support system, 
and managing funds for disability support.  

Ensuring good outcomes 
The new policy allowing family carers to be paid needs to ensure that the disabled person’s 
interests and their quality of life and that of their family are protected.  

What, in your view, is the best way to ensure that disabled people’s interests, their quality of 
life and that of their family, is protected under a policy allowing family to be paid for 
providing support?  

Should payment be targeted? 
One option is to pay family carers only under certain circumstances. Examples of these 
circumstances could include: remoteness of the disabled person’s home; specific cultural or 
religious requirements; the disabled person having high or complex needs; or, there is high 
risk to the disabled person or non-family carers if people other than family provide support.  

Do you generally agree with a targeted approach?  
What are the related benefits and issues?  
Under which circumstances do you think family carers should be paid? 

How should family carers be paid? 
There are two main ways of paying family carers. 

• Family carers could be employed in different ways (e.g., by a home and community 
support service provider; by setting themselves up as service providers; or, by being 
employed directly by their disabled family member under individualised funding). 

• Family carers could be paid an allowance, which would be worked out by a needs 
assessment and service coordination (NASC) organisation. 

 
Which of these two ways of paying family carers providing home and community support to 
disabled adult family members do you generally agree with?  
What are the benefits and issues with each of these options? 

What should family carers be paid for? 
The Government needs to work out what family carers could be paid for. There are two 
broad options: 

• families could decide what they will provide unpaid 
• NASC organisations could work out what families are expected to provide unpaid. 

If a NASC organisation decides what families are expected to provide unpaid, there are two 
possible approaches. 
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• The NASC organisation could use a set of principles to decide what an individual family 
is expected to provide unpaid. (See the full consultation document for a possible set of 
principles). 

• The NASC organisation could require resident family members in all families to provide 
a fixed level of unpaid support, irrespective of their particular circumstances (generic 
approach).  

Which of these ways of paying family carers do you generally prefer? (Families decide, 
NASC decides using principles, or NASC decides using generic approach?)  
What are the benefits and issues with each of these options?  
If a principles-based approach was adopted, what principles should be used?  
If family were required to provide a certain number of hours per week of home and 
community support to disabled adult family members without payment, how many hours per 
week do you think they should provide unpaid? 

Should a new family carers' payment be set up through the welfare system?  
A family carers' payment could be set up as an alternative to family carers being paid 
through employment or with an allowance. This would recognise the contribution family 
carers make in supporting disabled people, but would not be a payment for providing 
specific home and community supports.  

Two possible approaches are: 

• broadly tiered according to the disabled person’s assessed support needs, as 
determined by a NASC organisation 

• paid at a flat rate (with eligibility assessed by a NASC organisation). 

Do you prefer the broadly tiered or flat rate approach? 
What are the benefits and issues with recognising the contribution of family carers through 
a family carers' payment? 
Overall, do you prefer paying family carers through employment or an allowance, or, setting 
up a family carers' payment? 

Hard choices 
The Ministry expects that family members will continue to provide some unpaid support, 
though this may vary depending on the family relationship and circumstances. The courts 
do not require government to pay for all support that disabled people need.  

Paying family carers will significantly increase the cost of disability support. Costs (some or 
all) may need to be met from existing disability support funding.  

If the increased costs need to be paid for from existing disability support funding, what 
would you be willing to trade-off to enable family carers to be paid? 

• Only allowing some families to be paid? 
• Paying family carers a lower hourly rate than that paid to contracted support providers? 
• Paying most families providing support but at a relatively low rate? 
• Only paying families for some of the support they provide? 
• Reducing the level of disability support funding allocated across all disabled people 

receiving Ministry funded disability supports? 
• Other? 
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Public workshops and further information 

Public workshops are being held around the country.  

Go to www.health.govt.nz/familycarersconsult or call 0800 855 066 for a list of workshop 
locations and times, and further information, including answers to common questions. 

Your submission choices 
1. Complete the online survey at www.surveymonkey.com/s/familycarersconsult 

2. Complete the form on the Ministry of Health website: www.health.govt.nz/ (download 
and email to familycarersconsult@moh.govt.nz, or print it and post to the address 
below). 

3. Write a letter to:  
Family Carers Consultation 

Ministry of Health 
PO Box 5013 
Wellington 6145 

Submissions close at 5 pm, Tuesday 6 November 2012. 

Next steps 
6 November 2012 (5 pm) Consultation period closes 

December 2012 to January 2013 Government considers the results of the consultation 
process and policy proposals 

Early 2013 New policy announced, and implementation process 
begins 

May 2013 Agreed policy option(s) implemented 

 

 

 

http://www.health.govt.nz/familycarersconsult
http://www.surveymonkey.com/s/familycarersconsult
http://www.health.govt.nz/
mailto:familycarersconsult@moh.govt.nz
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Appendix 2: Submission Form 

Submission Form: Paying Family Carers to Provide 
Disability Support 
In response to the Family Carers (Atkinson and others v Ministry of Health) Court decisions, the Ministry of Health (the 
Ministry) is seeking submissions on policy options for paying certain family carers for providing home and community 
support to their disabled adult family members. The proposed policy options and their implications are outlined in the 
consultation document Consultation on Paying Family Carers to Provide Disability Support. 

This form is to help you answer specific questions from the consultation document. It is not intended to limit or constrain 
submissions in any way. You may prefer to raise other issues or address the questions in other ways. All written 
submissions in any form received by the closing date will be considered in full. 

Submissions close at 5pm, Tuesday 6 November 2012. 

Please email your submission to: 

familycarersconsult@moh.govt.nz 

 

Alternatively you may post your submission to: 

 
Family Carers Consultation 
Ministry of Health 
PO Box 5013 
Wellington 6145 

 

The Ministry will publish a report on the analysis of submissions on its website (www.health.govt.nz) in due course. 

 

Official Information Act 1982 
All correspondence and submissions on this matter may be the subject of a request under the Official Information Act 
1982. 
 
If you consider that any part of your submission or related correspondence should be withheld under the Official 
Information Act 1982, please include a comment to that effect with your submission and say why you would want it 
withheld. 
 
 
You do not have to answer all the questions and you are welcome to add additional comments. You do 
not have to provide personal information if you do not want to. 
 

Submitter details 
This submission was completed by: 

Name:       

Address: (street/box number)       

 (suburb)       

 (town/city)       

Do you want to be notified when the summary of feedback is published? 

 Yes 

mailto:tobacco@moh.govt.nz
http://www.health.govt.nz/
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 No 
 
If you would like to receive the summary by email, please provide your email address: 

Email:       

 
If you would prefer to receive a paper copy of the summary, please provide your postal address above. 
 
If you are providing feedback as an individual, we’d like to know who this consultation is reaching in the community 
(tick the categories that apply to you). 

 Disabled person 

 Family carer 

What is your relationship to the disabled person you support? 
(E.g. are you their mother, brother, uncle?) 

      

Is the disabled person you support aged 18 years or over? 

 Yes 

 No 

 Paid disability support worker 

 Non-family unpaid carer 

 Other (please specify) 

      

 
If you are providing feedback on behalf of an organisation, please identify the name and type of organisation you are 
representing. 

Name of organisation:       

 
Type of organisation  

 Advocacy group  Peak body 

 Information/advice service  Disability support service provider 

 NASC  Wii provider 

 Pacific provider  Non government organisation 

 Government agency  District health board 

 Health provider  Other (please specify) 

      

 
Which age group are you? (tick the box) 

 10–15  16–20  21–25  26–45 

 46–65  66–70  71–75  76+ 
 
Which ethnic group do you belong to? (tick the box/boxes) 

 Māori  New Zealand European 

 Other European  Samoan 

 Tongan  Niuean 

 Chinese  Indian 

 Cook Island Māori   Other (please specify) 

      

Are you…?  

 Male 
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 Female 
 
Did you attend or do you plan to attend a consultation workshop?  

 Yes 

 No 
 

Privacy issues 
In the interests of a full and transparent consultation process, the Ministry of Health may publish submissions received 
on this consultation document on its websites. However, if you as an individual or as an organisation object to your 
submission being published, or to the publication of your name (tick one or both of the following boxes): 

 I do not give permission for my feedback to be published online. 

 I do not give permission for my name to be listed in the published summary of feedback. 
 

Official Information Act requirements 
Whether or not your feedback is published online, your feedback may be requested under the Official Information Act 
1982. If your feedback is requested, the Ministry of Health will release your submission to the person who requested it. If 
you are an individual as opposed to an organisation, the Ministry of Health will remove your personal details from the 
feedback if you tick the following: 

 I do not give permission for my personal details to be released to persons under the Official Information Act 1982 
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Consultation questions 
How do we ensure good outcomes for disabled people and their families? 

Any policy allowing family members to be paid to provide support will need to be accompanied by measures that provide 
assurance that the disabled person’s interests and quality of life and those of their family are protected. 
 

Question 1 

What do you think is the best way to ensure that disabled people’s interests and quality of life and those of their family 
are protected under a policy allowing family to be paid for providing support? 

 Use a modified developmental evaluation tool 

 Require disabled people to have independent support for planning and building networks 

 Carry out regular external audits of the quality of services provided 

 Other (please specify) 

 

 

Should eligibility for payment be targeted? 

The Government may need to target eligibility for payment to manage the additional costs of removing the restriction on 
paying family carers to provide support. This approach would mean that the circumstances of the family and disabled 
person would have to meet specified criteria for a family carer to be paid for providing home and community support. 
 

Question 2 

Do you generally agree with a targeted approach to paying family carers? 

 Yes 

 No 

 Not sure 
 
Please give reasons for your response. 

 

 

Question 3 

What do you see as the benefits and/or issues with a targeted approach to paying family carers? 

Benefits 

 

Issues (please include any suggestions on managing these) 

 

 

Question 4 

If a targeted approach to paying family carers was implemented, in which of the following circumstances do you think 
that family carers should be paid? (Tick one or more of the circumstances) 

 The remoteness of the disabled person’s home makes it difficult for non-family carers to provide support 

 The person has specific cultural or religious requirements that cannot be met by an otherwise suitable carer 

 The person being supported has high or complex needs 

 There are significant risks to the safety and wellbeing of the person and/or non-family carers if family do not 
provide the support 

 Other (please specify) 
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How should family carers be paid? 

There are two main ways of paying family carers for providing disability support. These are by employing them or by 
paying an allowance. 
 

Question 5 

Which of these two ways of paying family carers for providing home and community support services do you generally 
agree with? (Tick one) 

 Employment – family carers are employed to support the disabled person, if they meet the conditions for 
employment 

 Allowance – family carers are paid an allowance for the assessed home and community support they provide 
 
Please give reasons for your response. 

 

 

Question 6 

What are the benefits and/or issues with paying family carers through employment? 

Benefits 

 

Issues (please include any suggestions on managing these) 

 

 

Question 7 

What are the benefits and/or issues of paying family carers through an allowance? 

Benefits 

 

Issues (please include any suggestions on managing these) 

 

 

What should family carers be paid for? 

The Government needs to have a way of working out what family carers should be paid for. The consultation document 
outlines three possible ways of doing this. 
 

Question 8 

Which of the following ways of paying family carers for providing home and community support services do you generally 
prefer? (Tick one) 

 Family determining how much unpaid support they will provide 

 NASC organisations using a principles-based approach to determine how much unpaid support each family is 
expected to provide 

 NASC organisations using a generic approach with every family being expected to provide a certain level of unpaid 
support 

 
Please give reasons for your response. 
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Question 9 

What do you see as the benefits and/or issues of family carers determining how much unpaid support they will provide? 

Benefits 

 

Issues (please include any suggestions on managing these) 

 

 

Question 10 

What do you see as the benefits and/or issues of NASC organisations using a principles-based approach to determine 
how much unpaid support each family is expected to provide? 

Benefits 

 

Issues (please include any suggestions on managing these) 

 

 

Question 11 

What do you see as the benefits and/or issues of NASC organisations using a generic approach with every family being 
expected to provide a certain level of unpaid support? 

Benefits 

 

Issues (please include any suggestions on managing these) 

 

 

Question 12 

If NASC organisations were to determine what unpaid support family carers are expected to provide using a principles-
based approach, which of the following suggested principles do you generally agree with? (Tick all those you generally 
agree with) 

 The unpaid support family provide to meet assessed needs is consistent with the outcomes in the disabled 
person’s support plan 

 The disabled person is comfortable with the family member providing this type of support 

 Paid support should not displace support that is provided by a family carer freely and willingly, and that is within 
their capacity and ability 

 Greater expectations within some cultures and families of the amount of support family members should provide, 
should not mean that government expects these family carers to provide more unpaid support than family carers 
in other situations 

 At a minimum, the type and level of support provided by family to disabled family members without payment 
should be equivalent to that which a family would provide for a non-disabled family member at a similar age and 
stage of development 

 The family member should be capable of providing the necessary support for their disabled family member 
without compromising their own and their disabled family member’s safety 

 Alternative options for supporting a family’s ability and capacity to provide unpaid support for their disabled 
family member should be considered before considering paying a family member to provide support 

 Expectations of the type and level of support that family should provide unpaid should take account of possible 
adverse effects on the family carer’s and other family members’ usual responsibilities and commitments 
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Please give reasons for choosing these principles. 

 

 
Please suggest any changes to the suggested principles or alternative principles. 

 

 

Question 13 

If family were required to provide a certain number of hours per week of home and community support to their disabled 
family member without payment, how many hours per week do you think they should provide unpaid? (Tick one) 

 Up to 4 hours per week 

 Up to 7 hours per week 

 Up to 10 hours per week 

 Up to 15 hours per week 

 Up to 20 hours per week 

 Up to 30 hours per week 

 Up to 40 hours per week 

 More than 40 hours per week 

 0 hours – I do not agree that family should be expected to provide unpaid home and community support 
 
Please give reasons for your response. 

 

 

Should a new family carers payment be established through the welfare system as an 
alternative to paying family carers for providing home and community support services? 

An alternative to paying family carers for providing support could be a family carers payment that is administered 
through the welfare system. The payment would recognise the contribution family carers make in supporting disabled 
people, rather than reimbursing them for providing home and community support services. Under this option, no other 
form of payment would be available. 
 

Question 14 

If a family carers payment administered through the welfare system was established, which of the following payment 
types do you prefer? (Tick one) 

 A payment that is broadly tiered according to the level of the disabled person’s assessed support needs (high, 
medium, low) as determined by a NASC organisation 

 A payment at a flat rate for those who are eligible (with eligibility assessed by a NASC organisation) 
 
Please give reasons for your response. 

 

 

Question 15 

What do you see as the benefits and/or issues of recognising the contribution of family carers through a family carers 
payment, administered through the welfare system? 

Benefits 

 

Issues (please include any suggestions on managing these) 
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Question 16 

Which approach to recognising family carers’ support for their disabled family member do you prefer? (Tick one) 

 Paying family carers through either employment or an allowance for the home and community support services 
they provide 

 Recognising the contribution family carers make through a family carers payment administered through the 
welfare system 

 
Please give reasons for your response. 

 

 

Hard choices 

Paying family carers for support they are currently providing will significantly increase the cost of disability support 
services. These cost increases will need to be managed so that the change in policy is affordable. This means that there 
will need to be trade-offs between different policy options. While the Government will look at a wide range of options for 
funding these increased costs, some or all of them may need to be funded from within the funding that is already 
allocated to disability support. 
 

Question 17 

If these increased costs need to be funded from within the funding that is already allocated to disability support, what 
would you be willing to trade off to enable family carers to be paid for providing home and community support? (Please 
rank the following from 1 to 5, with 1 being your most preferred option and 5 being your least preferred option) 

 Only allowing some families to be paid (for example, only families supporting disabled family members with high 
support needs) 

 Paying family carers a lower hourly rate than the hourly rate paid to contracted home and community support 
providers 

 Paying most families but at a relatively low level flat rate 

 Only allowing families to be paid for some of the support they provide 

 Reducing the level of disability support funding allocated across all disabled people receiving Ministry funded 
disability supports 

 Other (please specify) 

 

 
 
 
 
 
Thank you for your contribution. 
 
If you wish to make any other comments, please use the box below. 
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  4 7  

 

Name of Submitter Organisation (if applicable) 
D Law Supporting Families in Mental Illness Waikato 
David Skinner  
Debra Mitchell  
Delaraine Armstrong  
Denise Milicich  
Diane Glennie Rural Women New Zealand 
Disabilities Resource Centre Trust Disabilities Resource Centre Trust 
Don Parlane  
Donna Moore  
Dr Hilary Stace  
Dr Nisar Contractor Capital and Coast District Health Board 
Eileen Smith  
Elaine Gousmett  
Elizabeth George  
Elizabeth M Smith Age Concern Whangarei 
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