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1 Executive Summary
A prototype of a transformed disability support system, Mana Whaikaha, was introduced in the MidCentral area on 1 October 2018.
 The transformed system is based on the Enabling Good Lives (EGL) vision and principles and aims to give disabled people and their whānau more options and decision-making authority about their supports and lives, to improve their wellbeing outcomes, and to create a more cost-effective disability support system.
Mana Whaikaha will require ongoing monitoring and evaluating to help stakeholders understand if its objectives are being achieved, and to what extent; where improvements are needed; and if and how the approach should be adapted or expanded. A baseline study was undertaken prior to the implementation of Mana Whaikaha to provide a basis for assessing system level change over time, and for determining what difference Mana Whaikaha is making in terms of quality of experience and wellbeing outcomes for disabled people and whānau. 

This summary report provides an overview of the findings from the baseline study components undertaken by Standards and Monitoring Services (SAMS). 
The study utilised interviews and surveys with key stakeholders and a review of key documentation. The components of the Baseline Study undertaken by SAMS include: 
· a system map of the current disability support system, outlining who was involved, how they worked together and the order of interactions throughout the system

· surveys with disabled people (and/or their proxies) and whānau, partners, welfare guardians and advocates of the disabled people

· surveys with support workers and providers. 

The findings highlight important considerations for both the development of Mana Whaikaha and for service providers operating within the existing national system.  The existing system will continue to be used in other areas until a decision is made on whether to expand system transformation beyond the MidCentral prototype (Mana Whaikaha).
Limitations were identified in the current system. There appears to be a disconnect at the national and local levels, particularly with reference to bureaucratic systems and service delivery. Lack of coordination between and within agencies is highlighted as impeding effective service delivery. The development of key policies appeared to many stakeholders as following a top-down approach, resulting in few opportunities for the perspectives of disabled people and whānau to be heard.
Stakeholders contributing to the system map indicated that fostering cross-agency and cross-ministry relationships was crucial to providing a seamless approach to supporting individuals and whānau.  
The system map also highlighted gaps between services specific to disabled people and those services universally available. A person’s health needs being seen as a ‘disability support issue’ rather than a health issue, for example, is viewed as a serious barrier to access to universal health services, limiting the best possible life for an individual or whānau. Gaps have also been highlighted in the quality of workforce development, transition from school to adult life, and lack of available local services. The need for individual advocacy was identified as especially important to help people navigate complex disability support services.
Overall findings regarding the current system suggest the following:

· The service system prior to the implementation of Mana Whaikaha in the MidCentral area was rigid and rule governed. This is reported to have reduced the ability of:

· providers to deliver flexible, individualised options that may occur outside their contract specifications

· whānau to effectively utilise a variety of respite options including being able to hire other whānau for carer support days

· disabled people to have the type of support they desire.

· There was a belief among providers and consumer groups that the system was hierarchical with very few opportunities for disabled people and whānau, support workers, providers and consumer groups at the local level to influence policy.

Seventy-four percent
 of disabled people and 62 percent
 of whānau, welfare guardians, partners or advocates were satisfied with the disability support services that had been provided in the MidCentral area. However, the degree of general satisfaction needs to read against other satisfaction measures such as autonomy, social isolation, community participation and subjective wellbeing. There are a number of variables that affected satisfaction levels, such as the type of disability and degree of assessed need; the type of support package they received; their age; whether whānau were supporting the disabled person in their own home and how many people the whānau were supporting at any one time. 
The indicated level of satisfaction should also be tempered by noting that nearly one quarter of disabled people and nearly one third of whānau, welfare guardians, partners or advocates said they were not satisfied with the services received:

Forty-five percent of whānau supporting at least one disabled person in their own home were less than satisfied with services.

Whānau supporting people in their own home were least satisfied, citing perceived poor connections with community, little or no time to themselves and poor subjective wellbeing.

· These whānau were typically characterised as younger families supporting children and young people in their own home.

· Whānau receiving carer support days often found it difficult or impossible to secure support workers, and when possible, relied instead on other whānau and friends.  

· Support options were not well understood by whānau respondents.

Respondents for disabled children and young people in the disabled persons survey (typically whānau) indicated less satisfaction (64 percent) with services overall in contrast to disabled adults (76 percent).  

Disability type, age, level of assessed need and the type of support packages provided influence how people experienced services. 

Fifty-six percent of all disabled people or their proxies reported they were achieving what they wanted in their own lives all or most of the time. These figures, however, vary when age, level of assessed need and disability type are considered.
For example:
· People with very high assessed needs (VHN) were judged by their proxy representative to be less likely to achieve the things they wanted in their life, in contrast to people with lower assessed needs (43 versus 62 percent respectively)
.

· People in residential accommodation indicated they were less likely to achieve the things they wanted in their own life in contrast to adults with supported living funding (43 percent versus 89 percent).
· People living in community residential group homes were primarily adults with learning disabilities (86 percent), most of whom had very high assessed need (92 percent)
. For 80 percent of these people proxy respondents such as close whānau or welfare guardians reported high levels of satisfaction with their support services, but also indicated that these people had very little control over what happened in their lives, including:

· the kind of support they receive

· the selection of support workers

· with whom they live.

· Adults with physical disabilities were less likely to achieve the things they want in their life (47 percent) compared to adults with learning disabilities (66 percent)
.
Social connectedness and an ability to access community was noted in interviews as very important in the lives of both whānau and disabled people.

A key principle of EGL is the degree to which people have access to social networks both at home and in the community. Of disabled people surveyed:

· Eighty-nine percent believe they are important to their family.
· Seventy-seven percent of all adults surveyed indicated they were single and were not now or had never been in a relationship.
· Only 15 percent
 of adults lived with a partner or spouse. In all but two cases the disabled person had a physical disability.  

· Sixty-two percent of all disabled adults surveyed indicated they had friends outside of where they lived. Nine percent said they did not.
· Seventy-two percent had visited friends in the last two weeks, but 24 percent had not visited with friends in more than a month.
· Thirteen percent of all disabled people had not ventured out into the community in the two weeks prior to the survey and seven percent of those people who had been in the community only visited shops.

Eighty-three percent of all disabled adults in the Baseline Study had not worked in the week prior to the survey.
The rate of unemployment and lower personal and household incomes for both disabled people and their whānau was cause for concern.  

· The majority of people in residential accommodation pay the bulk of their benefit to the service with a set amount of spending money left aside each week. 

· Of the 17 percent who had paid employment in the previous week, 64 percent of them worked less than ten hours. Only two people (of 22) worked 25 or more hours that week. Nobody said they had worked more than 35 hours.

· More Māori than NZ Europeans were unemployed (94 versus 79 percent).

· Ninety-five percent of disabled people earned less than $30,000 per year. 

· All survey respondents living in community residential homes indicated they either received a benefit or earned under $30,000 per year.

· Some whānau respondents who were supporting disabled people in their own home indicated they had given up employment to provide support. The median household income levels for these whānau was between $40,000 and $50,000.

A snapshot of key findings: Disabled Persons Survey 

	Disabled People or their Proxies:
	Percent agreeing
 

	EXERCISE CHOICE AND CONTROL:
	

	Believe their spirituality/beliefs are respected
	91%

	Believe their culture is respected
	90%

	Believe support happens at times that work for them
	77%

	Can choose where they live 
	73%

	Feel understood when they communicate (all adults)
	73%

	Feel understood when they communicate (learning disability – adults)
	68%

	Feel understood when they communicate (all ages)
	66%

	Believe support hours can be flexible
	66%

	Can choose what happens in their own life (all adults)
	64%

	Can choose where they live (learning disability – adults)
	63%

	Can choose who they live with (all adults)
	57%

	Can choose who they live with (learning disability – adults)
	40%

	Believe they have real choice about the kind of support they receive
	48%

	HAVE WHAT THEY NEED:
	

	Can get help with finances if they need it
	87%

	Are satisfied overall with services provided (combined 14 questions)
	74%

	Have enough support to achieve what they want
	67%

	HAVE POSITIVE RELATIONSHIPS
	

	Believe they are important to their family
	89%

	Have visited friends in the last two weeks
	72%

	Have friends outside of where they live 
	60%

	Are in a relationship (all adults)
	23%

	Are in a relationship (learning disability – adults)
	11%

	BELONG, CONTRIBUTE AND ARE VALUED
	

	Are a member of a local group, club or church (all adults)
	54%

	Believe people in their lives value what they can do
	84%

	Feel they belong in their community 
	53%

	ARE DEVELOPING AND ACHIEVING
	

	Feel supported to try new things (children & young people)
	85%

	Feel supported to try new things (all adults)
	64%

	Have employment (all adults)
	17%

	Work more than 20 hours per week (all adults – three people only)
	2%

	EMOTIONAL/SUBJECTIVE WELLBEING

	

	Trust people who are important to them (learning disability)
	89%

	Are happy with their lives (learning disability)
	89%

	Are happy with their lives (physical disability)
	59%

	PHYSICAL WELLBEING
	

	Feel safe in their home
	95%

	Feel safe and secure
	90%

	Rate their general health as excellent, very good or good
	75%


A snapshot of key findings: Whānau Survey
	Whānau, Welfare Guardians, Partners or Advocates:


	Percent agreeing


	Are satisfied overall with services provided
	63%

	Believe supports work how they want
	61%

	Believe they can make changes to their supports if they need to
	60%

	Agree supports enable the person to do things that are important to them
	58%

	Know how much money is allocated for support
	46%

	Believe they are valued for the support they provide
	55%

	Believe support has helped them achieve their goals
	54%

	Can access all the information they need about support services
	53%

	Find supports are easy to access and use
	50%

	Believe support has assisted the person to connect with the community
	39%

	Believe the funding allocation process is clear
	36%


The perceptions of whānau and welfare guardians of people supported in community residential homes are important as they are typically the only people outside of the service who play an active advocacy role:

· Many of these whānau and welfare guardians indicated during interviews they are grateful for the services provided and are generally content with the quality of care.
· Many also drew a distinction between care on the one hand and enabling individuals to live the best possible life on the other.

There was a very low response to both the provider and the support worker surveys, so results are indicative only and must be interpreted with caution. Other ways are being investigated to get further data. Of those who did respond: 

· Eight of the nine providers and 60 percent of the 108 support workers who responded felt they were not easily able to raise issues or improve services.  

· One-quarter of support workers were concerned about job security in the new system, although 12 percent said they didn’t know much about EGL.
· Some support workers and providers believed the new system would not change anything substantially for most people as no increases in the funding were believed to accompany the change.  

· Some providers were concerned about the lack of progress in completing current contract negotiations. 

Many support workers and providers, however, believed that the new system would give people more control of their resources, and make the whole system less rigid and rule driven. 

2 Introduction and Background
A prototype of a transformed disability support system, Mana Whaikaha, was introduced in the MidCentral area on 1 October 2018
. The transformed system is based on the Enabling Good Lives (EGL) vision and principles and aims to give disabled people and their whānau more options and decision-making authority about their supports and lives, to improve their wellbeing outcomes, and to create a more cost-effective disability support system.
Mana Whaikaha will require ongoing monitoring and evaluation to help stakeholders understand if its objectives are being achieved, and to what extent; where improvements are needed; and if and how the approach should be adapted or expanded. A high-level evaluation approach was developed with advice from the Monitoring and Evaluation Working Group, as part of the overall work programme for designing the MidCentral area prototype.  
Overview of the evaluation framework

	Longitudinal outcomes
	Baseline study
	
	18-month outcomes
	
	3-year outcomes

	
	Qualitative interviews and surveys
	
	Qualitative interviews and surveys
	
	Qualitative interviews and surveys

	
	System mapping
	
	System mapping
	
	System mapping
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As shown in the diagram on the previous page, the evaluation has two key inter-related components:

· Longitudinal outcomes evaluation

· to determine what difference Mana Whaikaha is making in terms of quality of experience and wellbeing outcomes for disabled people and their whānau

· to determine how the system is changing over time and to what effect

· Social cost benefit analysis (SCBA) to value the impact of Mana Whaikaha.
In addition, a developmental evaluation will be used to support the ‘Try, Learn and Adjust’ approach being adopted for Mana Whaikaha, and to help drive meaningful change throughout the prototype period.
This report addresses the findings from qualitative interviews, surveys and system mapping parts of the Baseline Study (the components in the diagram on the previous page highlighted in green).
Aims of the Baseline Study

A baseline study is the first stage in the longitudinal outcomes evaluation, with the aim of providing a basis for assessing system level change over time. In this case, it is designed to determine what difference Mana Whaikaha is making in terms of quality of experience and wellbeing outcomes for disabled people and their whānau. The framework for the Baseline Study is based on the theory of change and outcomes to which Mana Whaikaha will be monitored and evaluated. 
The Ministry of Health commissioned Standard and Monitoring Services (SAMS)
 to undertake the qualitative interviews, survey and system mapping components of the Baseline Study. These components were time-sensitive, reliant on people’s views and experiences prior to the implementation of Mana Whaikaha on 1 October 2018, so were prioritised. This study involved collecting data through four sets of surveys and interviews including:

1. a detailed system map involving review of key documents, data analysis and interviews with representatives of both national and local government ministries, consumer organisations and providers groups

2. face-to-face interviews and surveys of 172 disabled people, or a proxy representative such as a close family member

3. face-to-face and telephone interviews with 152 whānau, welfare guardians, spouses/partners or advocates of disabled people
 

4. surveys with 108 support workers
 and nine provider organisations in the MidCentral area
.
The previously established system will continue to be used in all the other areas of New Zealand until Mana Whaikaha has been fully developed and approved. Thus, the previous system is referred to as the current system throughout this summary report.
Almost all of this work was completed in September 2018 prior to the implementation of the new system through Mana Whaikaha on October 1st, 2018. Data gathering for the baseline began on 8th August 2018 and was completed in the first week of October. For more detail on the methodology of this work and the composition of the various streams of interviews and surveys, please refer to Appendix 1.
Purpose of this Summary Report
The purpose of this summary report (the report) is to describe the key findings of SAMS’s study of the disability support services system in MidCentral area prior to the implementation of the Mana Whaikaha prototype in October 2018, and to provide a baseline for measurement of outcomes over time.

The report provides:

· an overview of the disability support services system prior to October 1st, 2018

· a brief overview of how disabled people and whānau responded to some survey items within key themes (service satisfaction, community engagement, income and employment, dreams and aspirations, and subjective wellbeing)

· comments from organisations and the workforce related to the implementation of the Mana Whaikaha prototype.

3 The Current Disability Support System

The system map involved reviewing key documents and interviews with representatives of key government agencies, consumer groups and providers
.  

The New Zealand disability support system operates at two levels: 
The national disability system is primarily made up of government agencies responsible for creating and managing disability-related policy and legislation. Disabled persons organisations (DPOs), national provider bodies and family network organisations also work at this level. The national disability system sets the conditions for disability funding, defining eligibility criteria and service specification.

The local disability system is made up of people using and providing disability supports and services in the MidCentral area. This includes disabled people and their whānau, people working with and for disabled people, disability-specific services and universal services that provide support, goods and services to and for disabled people.
The national and local disability systems
There appears to be a close relationship between the national and local disability systems. The national disability system has a strong influence over the local disability system. Decisions and policy made at the national level impact on the lives of disabled people, families and whānau engaged in the local disability system. It appears the local disability system does not have the same influence over the national disability system.

Findings indicate that:

· interactions between and within the two systems tend to be hierarchical

· some stakeholders have a greater ability to act directly upon the system

· other stakeholders appear to have less ability to interact directly with or modify the system 

· within the national disability system, government agencies work together in different ways and to varying degrees to create policy, although several key policies support cross-government collaboration.

Each Ministry also holds its own policy around supporting disabled people, families and whānau and sets their own criteria for eligibility and funding
. They also appear to have their own priorities and areas of focus, as summarised in Table 1.
Table 1: Summary of government agency priorities
	Government agency
	Agency priority and focus

	Ministry of Health, through Disability Support Services (DSS)
	DSS is responsible for planning and funding disabled people with disability-related support needs, primarily by purchasing disability support services and/or equipment. DSS does not provide for any income-related needs.

Access to DSS services is through local Needs Assessments and Service Coordination services.

	Ministry of Social Development
	MSD defines its core role as income support and supporting people into employment. 

Access to income support and employment support is through Work and Income.

	Ministry of Education
	MOE works to support early childhood educators and schools to embed inclusive education into everyday practice. 

Access to learning support for children identified as having additional learning needs is through schools and local Special Education offices.

	Oranga Tamariki
	Oranga Tamariki supports the well-being of children and young people who are at significant risk of harm in their home environment. It also works with young people involved in the criminal justice system. 

Access to Oranga Tamariki is usually by referral or through the Oranga Tamariki website. 


Access to the disability system can be through any of these agencies, and people and their whānau often struggle to access the various components and identify all the resources available to them. Conversations with stakeholders indicate that:

· Disability-related priorities held by the different Ministries do not always align.
· Many stakeholders believe differences between agency’s priorities make it difficult for them to work together in a coordinated way, for example, some ministries provide funding and support directly to disabled people, family and whānau, while others direct funding and support to upskilling professionals working with disabled people, families and whānau. This impacts upon the delivery of supports to disabled people, families and whānau.

We note that there seem to be limited opportunities for the local disability system to influence the national disability system:

· Many stakeholders across both national and local systems claimed that the perspectives of government and service providers have traditionally been prioritised over the perspectives of disabled people and whānau.
· They claimed there was little opportunity for the voice of disabled people and whānau to be heard at the national disability level. 

· They felt that key policies have been developed in a top-down approach.
· At the local disability system level, relationships between disabled people and whānau, support workers, service providers and agency staff were seen as crucial to the system’s success and enabling people to navigate the system
.
Stakeholders reflected upon the importance of relationships and collaborations. In particular, they spoke about:
· cross-system relationships (between the national and local disability system)

· cross-organisation relationships (between and amongst disability-specific service providers and providers of universal services)

· cross-government relationships (between government agencies).

However, respondents identified resource and budgetary constraints relating to Ministry priorities as limiting the degree to which collaboration could happen consistently. Stakeholders believed the current system infrastructure does not foster collaboration and that it is relationships between people that facilitate cross-system/organisation/government collaborations. It was suggested that this makes the system relatively unstable and susceptible to changes, for example, related to staffing and personnel. 
National disability system boundaries 

Findings indicate that:

· The current national disability system’s boundaries create a local disability system that is difficult to use. 

· Relationships between the national and local disability systems have resulted in local supports and services that are prescribed and tightly regulated.
· Stakeholders believe relationships between the national and local-level systems have created a local system that is, at times, rigid, complex and fractured.
· They spoke about a local disability system that often does not meet the needs and changing circumstances of disabled people and whānau. 

· It was suggested that government agencies are inaccessible and, sometimes, ‘discriminatory’
. A number of people highlighted poor inclusion attitudes and practices within the wider community.
· Stakeholders reflected upon complex and lengthy application procedures. 

· They talked about the system as ‘deficit-based’, with disabled people and families/whānau required to focus on the ‘problems’ related to their impairments and undergo numerous assessment procedures to justify their disability-related need. 

· Stakeholders talked about the strain providers and support workers feel working within a system that doesn’t allow them to provide individualised supports.
Gaps in service provision
All stakeholders talked about gaps in policy and service provision at both the national and local levels. 
The national level

Interviews with stakeholders indicated government agencies hold limited statistics about the disabled people and their whānau using their services. Many people use multiple services and it seems that any cross-agency sharing of disability data that does exist is minimal.
The relationship between disability-specific services and universal services 

Stakeholders reported the current system makes it difficult for disability-specific services and the universal services to work together. The implication of this is that many universal services lack the knowledge to interact confidently and appropriately with disabled people and their whānau. For example:

· Stakeholders talked about universal services as having:

· limited community-development opportunities to learn about disability rights
· limited knowledge of accessibility needs and reasonable accommodation

· limited understanding of the value of including disabled people’s perspectives during consultation, planning and design.
· Stakeholders spoke in-depth about disabled people who have multiple health issues, particularly mental ill-health, dual disability diagnoses and/or multiple support needs and their experiences of universal services. Stakeholders believe that for this group of disabled people the system leads to inequitable access to, and experience of, universal health services.

Workforce development

Stakeholders remarked that there is no cross-agency policy for a nationally consistent, fit-for-purpose training scheme and qualification for support workers and teacher aides:

· We note a combination of low pay, lack of training and challenging working conditions can make it difficult for the disability services sector to attract and retain staff. 

· Inadequate workforce development negatively impacts on the lives of disabled people and their whānau.

Independent individual-level advocacy

A number of stakeholders highlighted the need for independent one-on-one advocacy that could support people to understand and navigate the disability services system:

· Stakeholders talked in particular about the importance of advocacy for people with learning and communication impairment or for people who have limited support networks. 

· This seems particularly important within the context of ideas around personalisation, choice and control, which are beginning to inform the national disability services system. 

· As people begin to action more choice and control over their disability supports, they will need to be able to convey their own circumstances, needs and aspirations to the system. 

Transitioning from school into employment or further education/training

Stakeholders stated that there is limited support to prepare people for the transition from school into employment or further education/training:

· They drew attention to the lack of a co-ordinated, cross-organisation approach between schools and adult disability services. 

· Stakeholders also talked about limited meaningful post-school options, including pathways to further study/training or work and community activities.
The local level
Traditional disability support system, lack of availability of local services and stretched resources

The MidCentral area is dominated by large providers who offer traditional support options, such as residential services. A traditional provider market offers little flexibility and few community options: 

· Stakeholders were concerned there is limited availability of local services and stretched resourcing of those that are available. 

· In particular, there are limited respite options and long waiting times for services.

People living in rural/isolated areas 

Disabled people living beyond the urban setting face additional barriers to accessing supports:

· Stakeholders commented on the limited availability of supports in rural/ isolated areas. 
· They noted that the disability services system often requires people to travel to attend face-to-face meetings with agency workers. Stakeholders referred to a lack of accessible transport and the high costs associated with traveling long distances. 
Perceived barriers to service access based on ethnicity 

Stakeholders made the point that there are disabled Māori and their whānau who are eligible for disability support services but are currently not engaged with the system. They stressed that the current disability services system is not facilitating access for and engagement with these people
.
The area also lacks culturally appropriate supports for the refugee community:

· Stakeholders believe that this group’s needs and voices are often unaccounted for in the local disability services system. 
Several stakeholders felt that a lack of translation services is a particular barrier to access for the refugee community in the MidCentral area.

4 Disabled people and their Whānau 

When making assessments for service provision, a holistic approach is required that takes into account multiple factors that may influence outcomes for people. In particular, the context of a whānau is an important consideration, especially where the primarily unpaid carers may themselves require support. Likewise, the impact of disabling conditions, the degree of assessed need, age and specific health issues may contribute to how people experience the disability support system.

With these variables in mind, this section focuses on people’s experiences of the disability support system and considers whether some groups experience the system differently and what outcomes they experience as a result, especially in terms of their hopes and dreams, work and income, community and social isolation, and subjective wellbeing (SWB).  

Disabled people’s satisfaction with & experience of the disability support system
Adults with disability

Disabled people’s general level of satisfaction with supports and services offered to them appeared, at first glance, to be reasonable, with approximately three-quarters of the people who completed the disabled persons survey indicating they were mostly or always (74 percent)
 satisfied with their supports across a number of indicators:

· The remaining quarter did not provide overwhelmingly positive responses to Likert Scale items of satisfaction, instead they opted for moderate (somewhat satisfied) to completely dissatisfied responses. 

· The variation in responses appeared to be influenced by multiple factors, including who the disabled people were (their impairment, level of assessed need
 and age), where they lived and the support packages they received. 

Whānau responding for children and young people with disabilities

In contrast to adults with disability, proxy respondents for children or young people in the disabled persons survey were generally less satisfied with services over a number of indicators in the survey. As shown in Figure 1, respondents for children or young people expressed less satisfaction overall, in areas such as getting enough support
 and supports helping them pursue their own interests
 when compared to adult disabled people.

Figure 1: Children and young people compared with adults on satisfaction with disability support services
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Whānau provided similar responses when completing their own survey:

· Whānau who were not supporting disabled people in their own home were generally satisfied with services overall
 (81 percent all or most of the time).
· Whānau who were supporting disabled people in their own home were less satisfied with services overall, at 45 percent
. 

· Those not supporting people in their own home were less dissatisfied with services (10 percent not really/never) compared with those who were supporting disabled people in their own home (32 percent).
Satisfaction by type of disability

Variations between people with different types of disabilities were also noted in the survey results:

· Fifty-six percent of all disabled people or their proxies suggested they were achieving what they wanted in their own lives all or most of the time.
· These figures vary when age, level of assessed need and disability type are considered separately.
· People with very high assessed needs (VHNs) were less likely to agree that they were achieving the things they wanted in their lives all or most of the time, compared with people with lower levels of assessed need
. 

· Fewer adults with physical disabilities agreed that they were achieving the things they wanted in their lives all or most of the time, compared with adults with learning disabilities
.
Figure 2: Responses to the item: ‘I am achieving the things I want in my life (all or most of the time)’, by disability type and degree of assessed need
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· Respondents for children and young people with moderate assessed needs were more likely to indicate they were achieving the things they wanted in their life all or most of the time, when compared with those with very high needs (VHN)
 and high assessed needs.
Figure 3: Responses to the item: ‘I am achieving the things I want in my life (all or most of the time)’, children and young people by degree of assessed need
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· Considering disability type by satisfaction with supports, people with physical disabilities are less likely to believe that supports assist them to pursue their own interests
 when compared with adults with learning disabilities. However, people with physical disabilities were more likely to be receiving household management and/or personal care support, which does not provide for community integration. Only 15 percent of this group are in supported living or community residential services. 
Figure 4: Response to the survey item; 'Supports help me to pursue my own interests', by disability type (adults)
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· There were no differences of note for degree of assessed need between these groups for this particular survey item.

Satisfaction by type of support

Level of satisfaction and the experience individuals had of the support system varied according to the type of support packages they received.  
Household management and personal care support

In total, 20 percent of the adult disabled people surveyed
 received only household management and/or personal care support. The majority of this group were people with physical disabilities (89 percent):

· This group was generally very satisfied with support worker(s) services. 

· There was a great deal of satisfaction with the quality of the support provided and qualitatively the friendliness and dedication of staff.
· Physically disabled people receiving household management and personal care support only are less likely to agree that their supports can assist them to connect with community or friends in comparison with all other adults receiving services. Household management and personal care support do not include support with community engagement. 

· Positive perceptions for this group may be due to a belief that the support they do get enables them to make their own connections with community and friends.  
Residential services and people with very high needs

One of the more traditional supports available was residential services. Residential services offer 24/7 support and are expected to be responsive to each person as an individual and provide for their personal aspirations and interests
. Of disabled people surveyed: 

· Twenty-seven of the adults surveyed in the disabled persons survey who now live in residential services had previously lived in the Kimberley Centre, the last institution for people with learning disabilities in New Zealand, which closed in 2006.
· The majority of the people with a principal diagnosis of learning disability who are living in community residential homes are assessed with very high support needs (90 percent)
.
· Sixty-seven percent of all those surveyed who lived in residential services had proxy respondents (30 people), typically being legal guardians (welfare guardians)
 who were also whānau.
· All but two of these people were assessed with VHNs (93 percent). All but one person living in residential services who had a proxy respondent was an adult (29 people).
· Eighty percent of whānau and welfare guardians of people living in residential services who also acted as proxy respondents indicated in their own survey that ‘overall supports for [their] family member worked well’ (all or most of the time).  

· Proxy respondents for people in residential services also indicated in more specific questions that they were satisfied with the quality of services provided (both in their own and in the disabled persons survey where they acted as proxies). 

However, despite these indications of satisfaction proxy respondents for adults in residential services did not believe the disabled person they supported experienced a great deal of control over their own life or the services they received
. They said: 

· They had little control of their own life. Only 17 percent believed they had this control all or most of the time.  

· They experienced few choices in the kind of support they received. Only 25 percent believed they had this choice all or most of the time. 

· They had few opportunities to choose support staff. Only 11 percent felt they had this choice all or most of the time. 

· They had little choice about housemates. Only 9 percent believed they had this choice all or most of the time.  
· Fifty percent believed they were achieving the things they want in their life all or most of the time. 

The perceptions of whānau and welfare guardians for people supported in community residential homes are important as they are typically the only people outside of the service who play an active advocacy role:  

· Many of these whānau and welfare guardians indicated during interviews they are grateful for the services provided and are generally content with the quality of care.
· Many also drew a distinction between care on the one hand and enabling individuals to live the best possible life on the other.

Having a sense of control over what happens in life (autonomy) and being able to plan and actively pursue interests and aspirations is central to Enabling Good Lives principles. 
Similar to responses for people in residential settings, perceptions for people with very high assessed needs were positive with regard to support services but lacking with regard to how much control people had in their own life and what they were achieving. For instance, people with very high assessed needs (VHN) indicated (either themselves or through proxy respondents) they were less likely to achieve the things they wanted in their life, in contrast to people with lower assessed needs (43 versus 62 percent respectively)
. 
Carer support and respite

Typically, carer support subsidy days are allocated to whānau and other carers to give them time for themselves or other tasks. Thirty-five people in the disabled persons survey received carer support and 45 whānau who were supporting people in their own home received carer support
.  Whānau, in particular, were generally grateful to get carer support days and/or respite, however, they also expressed many concerns. They reported difficulty in securing support workers because of: 

· Inadequate funding for the carer support and respite role. Sixty-two percent of whānau who supported at least one disabled person in their own home could only occasionally or could not easily find carers for the funding provided. At the time of the survey, carer support was funded at $76 a day.
· Insufficient hours, when paying people at the hourly rate, to make it attractive to support workers.
· Insufficient days allocated in the year to make it attractive to support workers
.
· Location where some disabled people live – small towns, rural, etc.
· Trust issues: 17 percent of respondents in the whānau and guardians survey who were supporting at least one disabled person in their own home talked about trust, especially in relation to paid support workers or respite services.
· Turnover: the effort required to secure support workers and the time required to get to know them, and vice versa, made potential turnover issues a real concern.
· Lack of back-up carer options if the main paid carer was away or sick.
Because of the funding for carer support days, many people utilised other whānau and friends who were willing to provide relief for the entire allocated period. A few respondents, however, lamented the rules concerning utilising whānau members who lived at the same address. As one respondent explained:

It's hard to find someone to do the support – I bought a house with a granny flat for my mother to move into so she could support my son, but I have been told she can't do the support as she resides at the same address but lives under a different roof. She can't get a job as I need her to support my son.

Thirteen percent of whānau and guardians who were supporting at least one disabled person in their own home raised issues concerning rigid and inflexible services or rules. Rules about how funding can be used and who can be hired (eg, no one living at the same address) have created situations where funds are not being used or not being used in a manner preferred by the disabled person and/or their carer. For example, one person noted:
They cut the home support hours – don't really know why – too many rules about what support can be used for. For example, getting my wife’s nails cut.
A parent also noted:
It has to be used by certain date. Have lost 4 days. Should not be time limited – should be able to carry over. For example, [I] could have used the four days this school holiday, but gone now.
Carer support days were intended as one type of respite for whānau among others.  Yet, respite options were not well understood by whānau (whānau survey): 

· Only 36 percent of people getting respite or carer support days
 understood  what respite options were available to them in MidCentral (all or most of the time). 

· Most respondents were only aware of the type of respite offered to them, the most common of which were carer support days. 

Respite options included individualised funded (IF) respite packages and facility based (out-of-home) respite. Other support also included buddy support and specifically ear-marked carer support subsidies for such things as community participation or for someone to attend Special Olympics.

Facility-based respite options (or out-of-home respite) for adults usually involved allocated time (days) at a rest home. This type of support was not favoured by most people who referred to it in conversations with interviewers.
Out-of-home respite for children and young people is generally only available to a small number of people, and many whānau (in both surveys) were concerned about not knowing the staff on duty at the time of a visit or the other children and young people staying at the time.

Trust was an important issue for whānau with regard to hiring support workers and placing children and young people in out-of-home care.

Supported living

Supported living is provided to individuals who are able to live reasonably independently in their own home. While supported living packages do involve a degree of personal and household support, the emphasis is toward increasing the person’s independence in these activities and providing active supervision where needed. It may also involve assistance with appointments, filling out forms, budgets, diet, exercise, and attending activities in the community. For most people, a person-centred, aspiration-based plan is developed and support workers assist people to pursue particular goals or aspirations. Among those surveyed:

· Supported living was used most often by people with learning disabilities (88 percent) who had moderate to high support needs (96 percent).
· For the most part, people with supported living funding were very satisfied with the services they received
 and believed those services helped them stay connected with friends and the community
.
· Unlike those individuals in community residential homes, people who have supported living funding indicated they had a great deal of control over their daily lives.
· None of those in supported living believed they did not have control of their own lives to some extent.
· This contrasts with respondents for people who live in residential services
, where 31 percent indicated the person had no or little control of their own life
.  

Resources, modifications and equipment
Nineteen people (or 17 percent of all disabled people) indicated they did not believe they had all the equipment they required (‘not really’ or ‘not at all’). There were five cases where people indicated delays in receiving modifications and equipment
.  They also noted the rules that govern provision of equipment sometimes created these delays or limited what they could receive.

For example, one person who lived rurally indicated he had been waiting on a ramp to assist with exiting his home and had in the meantime built a ramp to his back door. Because he had already built a ramp, he was told he could not have one installed to his front door, even though this was the most logical and efficient exit point.

Māori Respondents
Māori disabled people

The survey sample for disabled people included 17 percent Māori
, 76 percent NZ European and the remainder included a mix of other Europeans
, Asian, Fijian Indian and Pasifika.

· Eighty-six percent of Māori surveyed believed their culture was respected by their supports all or most of the time (compared with 91 percent of NZ Europeans)
.
· Ninety-five percent of Māori surveyed believed their spirituality or beliefs were respected by their supports all or most of the time, compared with 92 percent of NZ Europeans surveyed.

The main point of difference for Māori taking part in this survey was in regard to work:

· Ninety-four percent of working-age
 disabled Māori had not worked in the previous week compared with 7953 percent NZ Europeans.

Māori whānau 

Māori represented 15 percent of the whānau and guardian survey: 

· Three-quarters of this group believed their culture was respected all or most of the time.
· Of the four people who did not believe supports respected their culture, all also stated they did not believe the support system provided sufficient support for their whānau.  

· In general, there were few differences between Māori and NZ European whānau in terms of their views of the supports they receive. For example, 63 percent of NZ European whānau believe supports worked well (all or most of the time) compared with 57 percent of Māori.
· Unemployment rates for the whānau survey respondents was higher for Māori (55 percent) compared with NZ Europeans (38 percent). 

Community engagement
Enabling Good Lives (EGL) is an approach to supporting disabled people and their whānau that was developed by disabled people and whānau. It is the guiding principle for Mana Whaikaha and questions reflecting the principles were embedded in the survey documents. The principles can be found on the EGL website
.
The EGL and Mana Whaikaha approach offers individuals greater choice and control over the disability supports they receive. This enables people to plan for the lives they want to live. At the heart of EGL is the expectation that disabled people will be enabled to live ordinary lives in ordinary places. For most, this expectation relates to living their lives in the general community. 

Belonging, contributing and being valued

One Likert Scale item in the disabled persons survey asked people to respond to the statement, ‘My supports help me to strengthen my relationship with my community’:

· Overall, 30 percent of the 101 people who responded to this question stated supports did little to strengthen their relationship with the community (never or not really).  

· Some support packages are more likely to contribute to community involvement directly, such as residential, supported living and day programme support, as components of this support should be built into what people receive.  

· For example, only 23 percent of people in residential settings did not believe their supports helped them strengthen their relationship with the community.
· Conversely, of those receiving only household management or personal care support, a support package that does not contribute to community involvement as such, 63 percent
 did not believe supports assisted them to strengthen relationships with their community, as community involvement does not form part of these packages.
· A few packages were designed specifically to assist with community involvement. In particular, two people identified funding that had been made available to help them attend Special Olympics, two whānau used funding to engage a ‘buddy’ for their disabled children
 and three people listed community activities or outings as part of their funding arrangements.
In the two weeks before the survey, 13 percent of disabled survey respondents had not ventured out into the community
, and of those who had, seven percent had only gone to a shopping centre or grocery store. 
The most common place respondents noted they visited in the previous two weeks were:

· cafes and restaurants (62 percent) 

· shops, often grocery stores but also other retail outlets and malls (55 percent)

· swimming pool, such as the Lido in Palmerston North (28 percent)

· local library (25 percent)

parks, including play parks, beaches, walking tracks, etc (20 percent).

The survey also asked people to list community groups or clubs they may attend and/or have membership, such as religious groups, marae, sports teams, etc.  

· Forty-six percent of survey respondents did not belong to any group or club. 

· Close to one-quarter (26 percent) stated they belonged to or attended a religious group such as a church. 

· Eleven percent belonged to Special Olympics. 

· Eight percent belonged to a support group such as Multiple Sclerosis New Zealand, Cerebral Palsy Society, Parent to Parent or People First New Zealand.

Having positive relationships

Another key principle of EGL is the degree to which people have access to social networks, both at home and in the community. Social isolation is an important consideration for people with disabilities, particularly with regard to their friendship networks and relationships. 

· Eighty-nine percent believe they are important to their family.
· Seventy-seven percent of all adults surveyed indicated they were not now or had never been in a relationship. 

· Only 15 percent
 lived with a partner or spouse. In all but two cases the disabled person had a physical disability.  

· Sixty-three percent of the adults surveyed indicated they had friends outside of where they lived
. Nine percent said they did not.
· Seventy-one percent said they had visited friends in the last two weeks. Thirty-six percent had not had contact with friends in the previous week and 24 percent had not had contact with friends in more than a month.

For people in residential settings, there is a realistic understanding among welfare guardians and whānau that the social networks of these individuals generally consist of family/whānau and people from other residential homes and vocational settings. These networks are important and for some include life-long friendships. The ability of people in these settings to develop relationships with other people in the community is limited due to a lack of opportunity.  
Transportation
A few respondents to both the disabled persons and whānau surveys
 talked about the issue of transportation:

· The most prominent issue concerned costs, particularly with regard to use of taxis (five people), but also simple issues such as the cost of parking.
· Some people talked about not knowing what they were entitled to with regard to transport costs (two people).
· Others referred to not being able to use funding for transport (three).
· Two people referred to support workers not being permitted to provide any sort of transportation in their own cars. For individuals who are being supported to go shopping, this may be particularly limiting.
· Other services do provide transport. For one man who lives alone in a rural location, the once-a-week trip into town for groceries and a fish-and-chip lunch was the only time he got out in the week.
Being able to get out and about may have direct implications for social isolation or simply enjoying life outside the home. The transport issues identified included:  

· Cost: even with taxi vouchers, a return fare can be too high for many disabled people to afford. 

· Loss of ability to drive: many people, especially those who have acquired disabilities, are no longer able to use their own vehicles.
· Location: some people live in small towns or rural locations where public transport options are limited.
· Access: some respondents noted that even where buses were available, they were not yet fully accessible.
· Time: two whānau commented on the time spent transporting people to places such as school or work. One parent noted early starts and up to two hours a day spent in transport.

Income and employment
Whānau and guardians

Forty-three percent of all people who supported at least one disabled person in their own home had a combined household income of $40,000 or less, and only 12 percent had a household income of over $100,000. The median for this group was between $40,000 and $50,000
.  An economic issue for some of these whānau occurs when a carer gives up work or simply cannot work due to the support needs of a disabled person. This has significant issues for families where there is only one carer and in situations where one partner in a relationship has had to give up a career and/or income to support a disabled person:

· In one of the families taking part in this survey, both parents had to give up professional work due to the needs of the children in the home.
· In another situation, where one parent reported needing to give up their employment, the household income was effectively halved (down to $45,000).
· In many of these cases, whānau reported needing to have someone home before and after school, during school holidays in particular, and when the disabled child or young person was sent home from school due to sickness or behaviour problems.
· In a few cases, whānau reported that the disabled child/young person was only sleeping a few hours at night, significantly reducing the ability of one care giver (or both) in the whānau to work.
· Thirty-two percent of all working age whānau were not employed at the time of the survey
. 

· When we considered whānau respondents who were supporting people in their own home and who were less than happy with their disability support services
, the number indicating they were unemployed rose to 49 percent, compared with those who were happier with services (30 percent).  

Developing and achieving

The rate of unemployment and lower personal and household incomes for both disabled people and whānau is cause for concern: 

· Over one-third of all disabled adults taking part in the survey indicated they were on a benefit or superannuation (40 percent)
. 

· Survey respondents living in community residential homes all indicated they either received a benefit or earned under $30,000 per year.
· The majority of people in residential accommodation pay the bulk of their benefit to the service with a set amount of spending money left aside each week.
· Of the remaining forty-two disabled adults who provided useable figures, the average and median reported incomes were between $10,000 and $20,000, with two people indicating earnings over $40,000. 

· Eighty-three percent of the disabled adults surveyed had not engaged in paid employment in the week before the survey.
· Of the 22 people who had paid employment, 14 people (64 percent) had worked less than 10 hours in the previous week. Five worked between 10 and 20 hours and three between 20 and 35 hours in that week.
Currently more adults with learning disabilities reside in residential accommodation or with whānau (78 percent in total), and more adults with physical disabilities live with a spouse/partner or alone
 (75 percent in total). For respondents who were living with a spouse or partner who was earning, there may be a boost in the amount of disposable income that could be shared. Others may have the support of other whānau to supplement their available income. 
A concern that continually recurred in the survey related to the disabled person’s financial situation and not being able to afford to pay for things. This ranged from visiting dentists or other health professionals to transport
.
One man who really focused on his financial situation during interviews stated he couldn’t go out into the community:
It’s not happening due to finances and health. I can't go out.  Can't remember the last time I had a good dinner.… I would like to join the Cossie Club. I would like to join the 'four stroke club'
. I don't have the money to get there every Tuesday. Gas money and stuff.
Eighteen percent of people with physical disabilities referred to financial concerns. The man from the example above went on to state:
I didn’t realise you had to be rich to be ill or injured.

Dreams and aspirations of disabled people and their whānau

Several important principles in EGL concern self-determination, person-centred and ordinary life outcomes
. With these principles in mind, both the disabled persons survey and the whānau survey asked respondents to describe what was most important in their lives, and what they would like to achieve, do more of or start doing:

· Carers of disabled people are often not just parents (72 percent) but also extended whānau, such as grandparents, uncles, aunties and siblings.
· A concern expressed by many of these whānau was the future of the disabled person(s) they supported, whether or not they lived in the same setting (see next section).
· Some packages, such as personal care and household management and carer support, only provide support for the present and do not involve next steps or provide contingency plans. 

· Some are able to consider some dreams and aspirations (such as residential or supported living packages) but few are sufficiently equipped to deliver.

What is important in your life?

When asked what was most important in their lives:

· Seventy-three percent of responses by disabled people revolved around family and 22 percent around friends.
· For whānau, the predominant response also related to family (58 percent) followed by concerns for the future support and wellbeing of their disabled person(s) (13 percent). 

· Having a sense of security was important both for the disabled person’s immediate physical wellbeing and also in terms of feeling positive about the future. For example, one whānau member stated she would like:
· to do things without worrying about my son. [I] have only just retired – good to go on holiday without worrying about what is going to happen.

· Whānau were also concerned for their own health (12 percent) 
. This sentiment was expressed best by one couple when asked what was most important to them:
· [Mum] Sleep! It’s like you’ve had to give up your whole life.
· [Dad] We have already, I look at what my friends do in their lives ... all these cool things – we have none of that.
· [Mum] Take the kids camping, do this, do that, and we’re just like we’d love to, but we can’t do it. ... Just find at least one or two carers that help, and then we would actually start a bit of a life together. The last time we went out to dinner was three years ago.
What do you want to be doing more of in your life?

Both disabled people and their whānau were asked what they would like to achieve, start doing or do more of in their lives:

· For whānau, the most prevalent response was to travel more or take a holiday (23 percent), especially with other family members.
· Also important was having time to self (19 percent) and spending time with family/partner and others (15 percent, including friends). The emphasis was around the importance of being able to do normal things and have time to relax and socialise.

Responses from disabled people were more diverse, but core aspects were getting out more
 (10 percent), having a holiday (9 percent), getting a job (6 percent) and seeing family and friends (10 percent).  

Subjective Wellbeing (SWB) 

Whānau
One statement
 in the whānau and guardians survey asks respondents the extent to which they agree that, ‘Overall, supports for my family member work well’. Using this question to separate the satisfied from less satisfied respondents proved reflective of all other satisfaction questions. All other satisfaction questions showed those responding as satisfied to Question 22 were significantly more satisfied (all or most of the time) for all 21 other satisfaction questions
:  

· Sixty-three percent of whānau and guardians generally were satisfied with the disability support services available in the MidCentral area
.
· Of those people who were less satisfied about how well supports were working, 85 percent were whānau who were supporting at least one disabled person in their own home.
· Of those who were supporting at least one disabled person in their own home, 55 percent were satisfied with services all or most of the time. The remainder were less satisfied (sometimes to not at all satisfied) with services.  

· This suggests that 45 percent of whānau and guardians who are supporting at least one disabled person in their own home are less satisfied with services in general, not just in relation to the key question above.

Figure 5: Cantril Ladder: SWB of whānau and guardians who were supporting disabled people in their own home
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Figure 5 above shows the less satisfied group also scored lowest on the main SWB score, which in this case was the Cantril Ladder
 (the average for this group was 4.8 compared with 6.5 for the upper group), (WMW=4.1, p<0.001):
· The less satisfied group was characterised by respondents who predominantly supported children and young people with or without disabilities in their own home (84 percent, compared with 62 percent for the more satisfied group), and often more than one disabled people in the same household (23 percent, compared with 13 percent for the more satisfied group). 
· The more satisfied group were people who more often supported at least one adult with a disability in their own home (42 percent) in contrast to those who were less satisfied with services (27 percent). 
· Stress factors were cited regularly for whānau who were less satisfied with services overall, with over half indicating they had little time for themselves or their family in general (55 percent of interview comments)
. This contrasts with 32 percent whānau who were satisfied with services.  

· When asked directly how much time they had for themselves, 76 percent of the people who support a disabled person in their own home stated zero to four hours on an average weekday compared with 35 percent of those who did not support a disabled person in their own home.

Many people indicated that stress was a constant feature, with tiredness and ongoing responsibility being a particular concern. For example, when asked what was most important in their own life, one family member stated: 

To have some time off and [I need to] recover from tiredness and be able to make plans for my daughter's future. [It’s] so hard to plan or see a future when I’m tired. [I] haven't seen my elderly family for years; also, my grandchildren. I have grandchildren I have never met.

Whānau and guardians who support at least one disabled person in their own home and who were less satisfied with services overall indicated poorer responses to many survey items and questions. For example, this group indicates:
· Higher unemployment rates (see employment section).
· A reduced perception that supports assist them to be connected with the community (59 percent, occasionally or never, compared with 28 percent of the more satisfied group)
.
· A reduced perception that funding was sufficient (61 percent, occasionally or never sufficient, compared with 28 percent of the satisfied group)
.
· Well over half did not believe the information provided by the sector was easy to understand (61 percent) and did not believe they had all the access to information they needed (58 percent), compared with those who were satisfied with services (24 and 26 percent respectively)
. 

· Half did not believe they were valued for the support they provided (50 percent compared with 18 percent of those who were satisfied with services)
.
· The majority indicated they could not easily find paid carers (84 percent compared with 56 percent of the satisfied group).
· Close to half did not believe contact with the disability support system helped them achieve their goals (48 percent compared with 26 percent of the satisfied group)
.
Overall, close to half of all whānau and guardians (45 percent) who are supporting at least one disabled person in their own home are not only less satisfied with services but are also indicating several factors that taken together can indicate these families are in crisis or at the very least under severe stress. 
Disabled people

The reported SWB for disabled people varied according to disability type:  

· People with learning disabilities
 provided higher average scores on the Cantril Ladder (7.4, SD 2.4) than people with physical disabilities (5.4, SD 2.4), (WMW=3.2, p<0.001).
· There were particular stresses noted for people with physical disabilities when SWB was considered. People with lower self-reported SWB were predominantly individuals with progressive conditions (40 percent) compared with people scoring five or higher on the ladder (23 percent).
· These people, as well as people with learning disabilities who scored lower SWB scores, were also more socially isolated compared with people providing higher scores
.
· Social isolation for these individuals may be related to how often they were able to get out and about in the community, how often they were able to see or visit friends or even how many friends they had.
From a support point of view, this may relate to transportation issues and how much support (from a support worker) these individuals need in order to access the community.

Limitations posed by disabilities
The capacity of some people with disabilities to access the community or extend/ strengthen their social networks can be limited by personal factors. In the section above, it was noted that progressive conditions and chronic health issues may compound factors that lead to social isolation for people with physical disabilities. Challenging issues such as social anxiety and behaviour can also increase social isolation, not just for the disabled person but also for their whānau, partners and other carers: 

· It was noted in open responses by whānau that behavioural issues were pivotal in how successfully disabled people interacted with other members of the community. 

· The impact of these issues on whānau, as well as the individual, is demonstrated in an observation from one whānau respondent:

· [I’d like] more time as family – more things with my son in the community – he is big strong boy and can take off – I can't chase him. ... [I] would love to go to Auckland to spend time with my daughter.
· Survey respondents welcomed and supported behaviour support for people with challenging needs in social environments or at home. Behaviour support is provided in the MidCentral area through Explore Specialist Advice (Explore) and through school-based options. 

· Thirty-three percent of all whānau, partners and other carer respondents indicated they were either currently using or had used Explore services in the past.   

5 Providers and Support Workers

In contrast to the disabled persons and whānau surveys, which involved stratified random sampling, the support workers and providers surveys were opt-in surveys. As a result, the samples are not representative and the results from both these surveys should be treated with caution. There was a very poor response to both the provider and particularly the support worker survey, so the results are indicative only. 
People working in services for people with learning disabilities are more highly represented in the support workers survey, and people providing home support and personal care, either through companies or through individualised funding (IF), are less well represented. 

Likewise, the response rate from providers was 28 percent, and numbers were too low to provide descriptive statistics. 
Experience of the current system 
Despite not being representative of all support workers or all providers, both groups provided some valuable insights that support other findings in the Baseline Study:

· Fifty-six percent of support workers and four out of nine providers surveyed believed the disability support system enabled them to be proactive in terms of their support of disabled people.
· Fifty-three percent of support workers and four out of nine providers suggested the disability support system enabled them to tailor supports according to each individual’s aspirations and goals
. 

· However, 60 percent of support workers and eight of nine providers felt the system did not enable them to raise issues or improve the system
.
· In terms of their own internal practices, both were more positive. Seventy percent of support workers and seven out of nine providers believed in their ability to build trusting relationships with the people they supported and their whānau. 

· Further, over two-thirds of the support workers gave a positive rating for their own practices in relation to disabled people and whānau for eight of 13 indicators/questions
.
Some areas for improvement within organisations according to the support workers’ self-assessment included:

· Being responsive to Māori. Only 59 percent of support workers believed this occurred ‘all’ or ‘most’ of the time.
· Being responsive to Pasifika peoples and other cultures. Only 49 percent of support workers believed this occurred ‘all’ or ‘most’ of the time.
· Connecting people with community resources and services. Only 59 percent of support workers believed this occurred ‘all’ or ‘most’ of the time.
· Providing accessible information. Only 59 percent of support workers believed this occurred ‘all’ or ‘most’ of the time. 

· Supporting people to experience multiple valued roles. Only 62 percent of support workers believed this occurred ‘all’ or ‘most’ of the time.

Challenges with the current system

Both providers and support workers were asked for their views on the main challenges with the current system.

In written responses, a quarter of support workers and the majority of service providers indicated there was insufficient funding in the system to provide for the sort of life expected of disabled people and their whānau.
· This seemed particularly the case in relation to residential services. For example, one provider noted:
Providing sustainable and viable services to those requiring individualised services [such as] one-on-one support. More often than not, the funding does not meet the needs or levels of support required and to remain viable usually requires some form of cross-subsidising by other services within the organisation. As a result, providers are reluctant to take on new one-on-one services, which then adversely affects families looking for support.
· Likewise, a support worker stated:
If you want to drop a banding
 in funding, it will happen straight away. If the banding needs to increase because of needs – no way is that going to happen.

The other main concern noted by both groups was too much rigidity and inflexibility in the system, noted by 18 percent of support workers:
· Support workers referred to this in terms of too many rules and restrictions that limited what they could do with individuals.
· Providers looked at this in the same way but also explained that the rigidity was founded on contractual rules about what they could offer to individuals.  

Applying the EGL Principles
The system transformation in the MidCentral area
 is tied to the EGL principles
. Both support workers and providers were asked key questions concerning their understanding of EGL: 

· In the main, providers gave detailed notes on how their organisation responded to each of the principles.
· However, responses from support workers tended to focus on choice-making and self-determination (22 percent) and person-centred practice (25 percent).

Preparing for the new system
On a sliding scale of zero to 100, support workers were asked to rate how much they understood the system transformation. The midway point was declaring they understood ‘quite a bit’
.
· Fifty percent of respondent rated themselves below the 43 percent mark.
· A quarter rated themselves below the 24 percent mark.
· Twelve percent stated they did not know anything about EGL.  
This suggested that at the time of the survey, understanding of the system transformation was poor to moderate.

While providers indicated they mostly or completely understood the system transformation:

· Only half (4) stated they had completed the organisational self-review of EGL.
· Seven then said they had developed (or were in the process of doing so) a plan based on their organisational self-review.
· Six also stated they had implemented or partially implemented staff development based on the same review.
· Only one provider indicated they were satisfied that their support workers understood the core elements of EGL.
· Four more thought they partially understood the elements.
· Five of eight providers had not circulated resources or documents relating to EGL or the system transformation to disabled people and their whānau.

Main concerns regarding the systems change
Support workers’ concerns
The main concerns listed by support workers who provided a lower assessment of their understanding of the new system related to anxiety about issues, such as changing roles and job security:

· When asked what impact the new system would have on their role, 15 percent of support workers believed it would destabilise job security.
· Five people believed it would throw the whole system into chaos and create unsafe working conditions. 

· When specifically asked to list their concerns about the new system, a quarter of the support workers again raised the issue of job security and changing roles.
· Twelve percent of support workers reported they didn’t know much about EGL.
· However, it is also noted that one-quarter of all support workers did not believe their own role would change and were much more positive about the change (see Opinions about Mana Whaikaha section below).

Providers concerns
A concern raised by at least one provider regarding the new system was a perceived lack of certainty about their contracts and as such how the new system would impact on their current practice. One provider stated:

There is still a distinct lack of detail about how providers will operate within the system. For example, we are told we will receive a flexible disability support contract to better match the ST [system transformation], but to date this has neither been provided to us nor confirmed that we will get it. In this context, it is very hard to plan for our response as we don’t know the environment within which we will operate … we are working on supposition and best guess.

Fund management and resources

Providers were also concerned about how the new system was going to assist people to manage their funds. This was also a view shared by many support workers, some of whom believed there was a potential for abuse of the system. More importantly, however, was the belief raised by both providers and support workers that without changing the resource allocation per person, there would be insufficient funds to offer any real difference. One provider referred to this as:

Sustainability – given the cost of human resources involved, we have a concern that the approach will not be sustainable. We think ... supports and options should be more proactively considered to address this. We think there is also a danger that the change in government may lead to a lack of commitment to the initiative, and this leads to a situation of over promising and under delivering, which is unethical in this kind of context.

Opinions about Mana Whaikaha
Despite the concerns noted above:

· Support workers were generally positive about the new Mana Whaikaha system. In additional written comments, 23 percent
 believed disabled people would have more choice and control in their lives.
· One-third of support workers also gave other generally positive additional comments about the new arrangements.  

· All of the providers were positive about the impact of the new system for disabled people and their whānau. For example, one stated the system would provide:

... more flexibility for our clients and the ability for more people to be authentically self-directed. We are hopeful that people can proactively plan for a good life (not just an ordinary one – but an extraordinary one!) and a whole of life approach that sees the person as a valued community participant and citizen.

Keeping support workers and providers informed

Feedback from support workers and providers related to being kept informed and understanding how the new system and EGL would affect their practice:

· Provider respondents felt there was uncertainty regarding contract negotiations.
· Support worker respondents felt their lack of knowledge of EGL and system transformation potentially heightened their anxiety over work roles and job security. 

Over two-thirds of the support workers agreed they needed more information, and many provided examples of how this could occur. This included:
· receiving frequent updates through written and electronic media

· having training to learn about EGL and what system transformation is all about, and how it will affect both the workers and the people they support

· including support workers in the new system’s development

· establishing discussion groups, both internally and across the area
· meeting the connectors and finding out about how they work.
6 Other things to read

· Baseline Study of the Disability Support System in the 

MidCentral Area: Summary Report

· Baseline Study of the Disability Support System in the 

MidCentral Area: Whānau Report

· Baseline Study of the Disability Support System in the 

MidCentral Area: Survey Tools

7 Glossary of abbreviations and terms

	ASD
	Autism Spectrum Disorder

	CDS 
	Child Development Service (supported through the MidCentral DHB)

	DPA
	Disabled Persons Assembly NZ

	DPO
	Disabled persons organisation

	DSS 
	Disability Support Services

	EGL
	Enabling Good Lives

	IF
	Individualised funding

	Learning disability
	We use this term instead of ‘intellectual disability’ as it is the preferred term used by People First

	MidCentral area
	The MidCentral area has the same geographic boundaries as the MidCentral District Health Board (DHB) which is a North Island DHB area that covers from Otaki / Te Horo in the south, to Apiti north of Sanson in the north and Dannevirke and south-west to the west coast.

	MOE 
	Ministry of Education

	MOH 
	Ministry of Health

	MSD 
	Ministry of Social Development

	NASC 
	Needs Assessment and Service Coordination service – the NASC within the MidCentral area is Enable New Zealand

	NZDSN
	New Zealand Disability Support Network

	People First
	Self-advocate organisation for people with learning disabilities

	PPPR Act
	Protection of Personal and Property Rights Act 1988

	Survey Items
	Questions or statements in the survey documents requiring a response

	SWB 
	Subjective wellbeing: people making their own assessment of their happiness or wellbeing

	Universal services
	The health, education and other community services that are available to all New Zealanders

	VHN
	Very high assessed need; based on the needs assessment done through Enable

	WMW
	The Wilcoxon Mann-Whitney test for non-parametric statistics


Appendix 1: Method and components of the Baseline Study
The Baseline Study involved collecting data through a system map and four surveys. Table 2 on the following page, provides details for the five stakeholder groups involved in providing data for the study. 
Baseline surveys

SAMS conducted the baseline surveys to understand key stakeholder experiences of the current system. The surveys involved disabled people, their whānau and advocates, support workers and disability support service providers. 
The surveys involved detailed face-to-face interviews with 172 disabled people and/or their proxies (typically whānau
 and other supporters
), telephone and face-to-face interviews with 152 whānau, partners and welfare guardians, an online survey with 108 support workers and an emailed survey completed by nine providers. 

All surveys included sections for open-ended responses, Likert Scale items and some closed questions
. Analysis included qualitative, thematic methods and quantitative statistical review. 
Besides demographic data gathering in the disabled persons survey, there were six main open-ended questions and 67 Likert Scale items.  
Respondents could choose to answer as many questions as they desired. Interviewers did attempt to have all respondents focus on the six open-ended questions and 21 key Likert Scale questions. The majority of questions were, however, completed. All verbal responses were either audio-recorded or written down and read back to respondents wherever possible.
The whānau and guardians survey had seven main open-ended questions and 44 Likert Scale questions (in addition to a range of demographic questions).

Fifty-seven percent of disabled persons surveys completed had a corresponding whānau and guardian survey also completed.  

The surveys (including the provider and support worker surveys) will be provided in the Baseline Study Survey Tools report.
Table 2: The five stakeholder groups providing data for the Baseline Study

	Stakeholder group
	Disabled people
	Whānau, advocates or welfare guardians
	DSS funded organisations
	Members of the workforce
	Government and other stakeholders

	Number of survey participants
	172
	152
	9
	108
	21

	Method of selection
	Stratified random sample selected
	Stratified random sample selected
	Self-selected in response to email sent to all 32 provider organisations
	Self-selected in response to notification from provider organisations
	National and local DPO nominated representatives

	Form of interview
	Individual face-to-face interviews
	Individual face-to-face or telephone interviews
	Emailed survey for voluntary completion
	Emailed link to an opt-in web-based survey 
	Individual face-to-face or telephone interviews

	Stakeholder group details
	56% male;

43% female

1% gender diverse

76% NZ European;

17% Māori;

6% other, including Asian, Fijian & Pasifika 

53% learning disability; 28% physical disability; 19% ASD
	82% female

67% married; 

9% divorced;

24% single or widow / widower

78% NZ European;

18% Māori;

7% other (Pasifika, Asian, etc)


	Representing:

Residential

Vocational

Supported living

Respite

Home support 

Assistance for self-managed supports
	67% female

67% NZ European;

19% Māori;

13% Other

51% residential services; 

37% vocational services; 

37% supported living;

12% home support;

88% direct support workers
	Ministry of Health, particularly DSS (Disability Support Services)

Ministry of Social Development 

Oranga Tamaraki

Ministry of Education

MidCentral DHB CDS (Child Development Service)


Disabled persons survey
The first surveys involved face-to-face interviews with disabled people and/or proxy respondents if the disabled person was not able to respond to the survey questions themselves. Stratified random samples of respondents were drawn from specific categories of all people funded by Disability Support Services (DSS) in the MidCentral area. Categories of disabled people were developed based on disability type, level of assessed need and age. Approximately 10 percent of each group was randomly sampled. These groups represented people with learning and physical disabilities and people with autism spectrum disorder (ASD)
. A sample of children and young people were also drawn at random within each category, dependent on the proportion of children to adults in each group.
Cautions when interpreting some subjective results

Satisfaction is a difficult concept to define. Satisfaction can include thoughts such as how ‘happy’ a person is or how ‘pleased’ they are with something. It can be objective in terms of having something tangible, such as equipment. Satisfaction can also be subjective, in terms of satisfaction with staffing.  
When we talk about satisfaction in this report, we are only referring to how people view the supports that are provided through/after their needs assessments with Enable (the local needs assessment and service coordination service or NASC) and prior to Mana Whaikaha on October 1st, 2018.  

About half the disabled people answered on their own behalf. The remainder were responses from someone who knew the person very well (not including support staff) who we refer to as their proxy. For many satisfaction questions, proxy respondents did not or were not comfortable in providing responses and these were either left blank or ‘not applicable’ was indicated.

Measures relating to satisfaction with services are initially reported as a grouped or overall suggestion of satisfaction. However, individual questions each answer a unique construct of their own which added together may not provide a sufficiently definable construct of satisfaction, especially in a survey (as contrasted with a normative tool). For this reason, grouped responses to satisfaction are balanced against individual responses to specific questions and in relation to who is making the response.

Example

A finding that surprised some is that almost three-quarters of disabled adults, who completed the survey, were generally satisfied with the disability support services they received. However, as an overall percentage this should be treated with caution since each question in the group represents an independent construct. It also needs to be read against other Likert scale measures in the survey, such as autonomy, social isolation, community participation and subjective wellbeing, which paint a far less positive picture. 
Wellbeing is a subjective indicator that asks people about their personal life satisfaction or happiness.  

These questions are intrinsic to a person and only that person will be able to provide a valid response. Proxy respondents are not used in any analysis of subjective wellbeing.  

Ideally, many variables need to be considered when reviewing the findings in this report. Such as what the question is asking and who is responding. We also  consider issues such as:

· Acquiescence: people may wish to please the interviewer or others with their responses (this can be a particular challenge with people who have learning disabilities).
· Lack of alternative viewpoints: for example, people with disabilities and their supporters may view the support system as working perfectly because they do not know of any other alternative. 

· Low expectations and gratitude: having some help, when there was none previously, can result in relief and gratitude, without an understanding of what may be possible.

· Hegemony: people may be genuinely positive about the support system because they are heavily invested in the system in various ways
.  

· Homeostasis: we are aware that people can adapt to their situation in a manner that they reach an acceptable degree of subjective satisfaction either with services or their own life (wellbeing), even when others (outsiders) may judge the situation quite differently
. 

Non-responses or ‘not applicable’ responses

For some questions proxy respondents could not or would not answer a question as some questions are very subjective. This was reassuring, as proxy respondents were asked to answer questions as if they were the person concerned. For these questions the proxy would either not respond to the question or indicate ‘not applicable’.

There were some questions not answered by some disabled people. We designed the survey so that it did not overly tire individuals. Priority questions where highlighted so interviewers could focus on these first, particularly if they were concerned the person may find it difficult completing the whole survey. Twenty people (12 percent) used this method exclusively for the seven final sections of the survey (what is often referred to as the Likert scale questions). Four more people (2 percent) completed the survey up until the last seven sections.  

Some disabled people did not answer some questions (ie, ‘not applicable’ responses) because they did not know how to answer the question, did not think it was applicable to their situation, or did not understand the question.  

Because of the number of non-responses (question left blank) or ‘not applicable’ responses (ticked this option), all frequencies for each individual question were calculated without non-responses (including ‘not applicable’). This was because it was not always possible to determine the motivation for either a blank or a ‘not applicable’ response.

Non-responses, as distinct from ‘not applicable’ responses, were analysed separately for the 21 priority questions (Table 3). They indicate that the average non-response was up to 6 percent for various groups. The exception to this is for those in residential services, where the rate of non-response was higher. This is discussed in the sections concerning residential homes in later sections.  

Table 3: Average rate of non-responses for 21 priority questions
	
	Average
	Standard Deviation

	Whole sample n=172
	   5.7%
	   2.9%

	Adults only n=134
	5.5
	3.1

	Children & young people n=38
	6.0
	4.5

	Learning disability adults only n=77
	6.1
	3.8

	Physical disability adults

n=48
	3.0
	2.6

	Proxy respondents only n=83
	4.9
	4.4

	Self reports only n=89
	6.4
	2.1

	Residential learning disabled adults n=37
	9.0
	5.9


The total number of non-responses and ‘not applicable’ responses combined, for the 21 priority questions was 16 percent on average for the whole group (172 people), and 14 percent for people providing self-reports only (not including proxies). It is higher for adults with learning disabilities (15 percent) than adults with physical disabilities only (10 percent). 

Whānau, friend, partner, legal guardian and advocate survey
The second survey involved whānau, spouses, legal guardians and other advocates. Permission was obtained from disabled people to contact these people, or the interviewers directly approached whānau or guardians who legally represented an individual (for example, children and young people under the age of 18 years and people with welfare guardians under the PPPR Act
). Just over half the sample (57 percent) involved whānau, welfare guardians, partners or spouses of people who had been involved in the disabled persons survey. The remaining sample was drawn from welfare guardians (15.6 percent of this group) and whānau of children and young people under the age of 18 years (10.9 percent of this group). People with learning disability (58.8 percent) and ASD (29.7 percent) and children and young people (44.7 percent) are over-represented in this group
.
Provider and support workers surveys
The provider and support worker surveys involved self-selected groups responding to an emailed survey document that was completed and returned via email (providers) or an online survey (support workers) forwarded to them by their employer. The survey respondents in both cases are not representative due to the sample size and, in the case of support workers, are over-represented by support workers who support adults with learning disabilities in a variety of settings. 

Statistics used in this report
The main statistics used in this report were simple percentages based on the number of people making a response to each question.  

The significance testing used the Wilcoxon Mann-Whitney test for non-parametric statistics. The test is notated WMW in the report.

Development of the System Map 
SAMS conducted a series of interviews with key stakeholders and reviewed key documentation to create a system map. This is a visual description of the MidCentral  area’s experience of the current system, showing who was involved, how they worked together and the order of interactions throughout the system (see Appendix 3: System Map). 

Information for the system map was gathered at both national and local levels. Key participants included representatives of the following organisations and ministries
:
At the national level:

· Ministry of Health (MOH)

· Ministry of Social Development (MSD)

· Ministry of Education (MOE)

· Oranga Tamaraki

· Disabled Persons Assembly NZ (DPA)

· People First New Zealand

· New Zealand Disability Support Network (NZDSN)

· Inclusive NZ

· IHC New Zealand.

At the local level:

· MSD

· MOE

· Oranga Tamariki

· MidCentral DHB Child Development Service (CDS)

· Enable New Zealand Needs Assessment and Service Coordination service (NASC)

· Parent to Parent

· New Zealand Down Syndrome Association.
The stakeholders were sent a summary of their interview and were asked to confirm it as an accurate record of the conversation. 
A ‘systems thinking’ approach was used to analyse the interconnected components of the disability system and the patterns of interaction that emerge between stakeholders. 
The review of key documentation involved gathering information from policy documents and online material from each of the relevant government agencies. This study provided information about the roles and responsibilities of each government agency and details on specific disability-related policy.

Appendix 2: MidCentral area NASC
Enable New Zealand

Needs Assessment and Service Coordination (NASC) services are important gateways to disability services funded by the Ministry of Health. NASCs are NGOs or DHB services contracted by the Ministry of Health to provide Needs Assessment and Service Coordination services for eligible disabled people
.  Enable New Zealand was the NASC for the MidCentral area until the launch of Mana Whaikaha on 1 October 2018. Enable is governed by the MidCentral DHB and is overseen by the Enable New Zealand Governance Group. 
NASCs can be accessed by referral from an individual, their whānau, GP, service provider or other community groups. Their role is to provide:
· Facilitated Needs Assessment: NASC Assessors meet with the person, their whānau and support staff to identify the abilities, resources, goals and needs of a person and establish which of those needs are most important. Needs will include, where appropriate: recreational, social and personal development needs; training and education needs; and vocational and employment needs. 

· Service Co-ordination: Assessors identify and plan the package of services required to meet the prioritised assessed needs and goals of the person and, where appropriate, their family/whānau and carers. There is a process for a second review if the whānau is not happy with the level of support offered. The NASC also provides a crisis service so that respite beds can be accessed during emergencies. The Assessor will review the package at least annually, but sometimes this will be conducted by phone. 

· Budget Management: Funding is expected to be according to the Support Package Allocation tool, and within Benchmark Indicators determined by the Ministry for the identified population for a NASC area
. Assessors are required to ensure that people with the highest priority needs receive priority access to services.

The process by which support needs are assessed and coordinated by NASCs is shown in the following flowchart:

[image: image8.emf]
Following the launch of Mana Whaikaha, access to assessment and coordination services in MidCentral is now through the Mana Whaikaha freephone or website
.  

Appendix 3: System maps from the stakeholder perspective
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	Characteristics of the local system were seen as:

· requiring advocacy to help people navigate the system

· people doing their best within the constraints of the system

· influenced directly by the national system

· little ability to influence the national system

· prescribed and tightly regulated

· deficit-based

· rigid, complex and fractured

· traditional provider market

· providers being constrained by contract specifications.
Gaps in the local system are seen as:

· lack of availability of local services

· stretched resources and long wait times

· people living in rural or isolated areas face access barriers

· Māori, Pasifika and other cultural groups have low engagement.
Disabled people and whānau experience:

· the system can be confusing and inaccessible

· little support to understand and use the system

· their voice and perspective not heard or prioritised.


	

	Characteristics of the national system were seen as:

· focusing on policy and funding

· having a strong influence over the local system

· setting the conditions for funding

· defining eligibility criteria and service specifications

· little cross-government collaboration

· all agencies having their own priorities, eligibility and assessments

· prioritising the perspectives of government and service providers.
Gaps in the national system are seen as:

· the current infrastructure doesn’t foster collaboration

· limited relationship between universal services and disability-specific services

· lack of independent advocacy

· limited transition opportunities from school into training, education or work

· quality of workforce development

· lack of data about people using services.



Appendix 4: The socio-demographic profile of disability support services users in the MidCentral area
The MidCentral area is diverse, both in terms of physical geography and socio-demographic make-up. It varies from people living in urbanised cities, suburbs and towns to coastal zones and remote and isolated rural areas. 
The June 2018 population projection for the MidCentral area is 178,240. Twenty percent of people in MidCentral area are Māori and three percent are Pasifika. Māori and Pasifika people are proportionally over-represented in the under-20-year-old age group and proportionally under-represented in the over 65-year-old group in MidCentral area.

There were 1690 disabled people funded for MOH disability support services in the MidCentral area (DSS data as at July 2018). Three hundred and ninety-eight (24%) were children and 1,292 (76%) were adults. The largest group of 835 people (49%) had a primary diagnosis of learning disability and 367 (22%) were physically disabled. Three hundred and seven people (18%), mostly children, were on the Autism Spectrum. Only 38 (2%) had a primary diagnosis of sensory disability and 143 people, mostly adults, were classified as having unclear or global diagnoses of disability. 

The composition of this group is shown in Table 4 on the following page.
Table 4: People funded for Ministry of Health disability support services in MidCentral area by disability type, support level and age, as at July 2018

	Primary diagnosis
	Disability support level
	Adult – 18 and over
	Youth/

child

	TOTAL
	Percentage of total sample

	Learning or intellectual /developmental disabilities (ID)
	Very high
High
Moderate

	308
225
158
	14
61
69
	322 
286

227 
	19.1%

16.9%

13.4%

	
	TOTAL
	691 
	144 
	835 
	

	
	Percentage of total sample
	40.9%
	8.5%
	49.4%
	

	Physical disabilities (not including sensory) (PD)
	Very high
High
Moderate

	68
113
178
	2
4
2
	70 
117 
180 
	4.1%

6.9%

10.7%

	
	TOTAL
	359 
	8 
	367 
	

	
	Percentage of total sample
	21.2%
	0.5%
	21.7%
	

	Autism spectrum disorder 
	Very high
High
Moderate

	29
38
26
	6
62
146
	35 
100
172 
	2.1%

5.9%

10.2%

	
	TOTAL
	93 
	214 
	307
	

	
	Percentage of total sample
	5.5%
	12.7%
	18.1%
	

	Disability type unclear/global
	Very high
High
Moderate

	49

43
20
	11
11
9
	60 
54 
29
	3.6%

3.2%

1.7%

	
	TOTAL
	112 
	31 
	143 
	

	
	Percentage of total sample
	6.6%
	1.8%
	8.5%
	

	Sensory-sight/hearing
	TOTAL
	37 
	1 
	38 
	0.02%

	
	Percentage of total sample
	2.2%
	0.06%
	2.2%
	

	TOTAL
	
	1292 
	398 
	1690
	

	Percent
	
	76.4%
	23.6%
	100%
	


Gender
Fifty-five percent of people funded for disability support services (DSS) in the MidCentral area were male. 

Figure 6
 below indicates that there were proportionally more males in the under-20-years age group
 and proportionally more females in the 65-years-and-older age group
.
Figure 6: Percentage of DSS population in the MidCentral area by age group and gender
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Ethnicity
The majority of people allocated Disability Support Services (DSS) in the MidCentral area identified as either New Zealand European/Other (76 percent) or Māori (17 percent)
. Māori are a younger population compared to New Zealand European, and Figure 7 demonstrates this with proportionally more Māori represented in the younger age groups. This contrasts with New Zealand Europeans/Other where the proportion of New Zealand Europeans/Other is highest in the over 65-year age group. Figures for all age groups are consistent with the total MidCentral population. Asian and Pasifika groups are underrepresented in the DSS population, at three percent for Asians and two percent for Pasifika, when compared with the MidCentral population of eight and three percent respectively.  

Figure 7: Percentage of each ethnic group by age group for DSS population in MidCentral area
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Appendix 5: Key national programmes, strategies and commitments
· United Nations Convention on the Rights of Persons with Disabilities 2008

· New Zealand Disability Strategy

· Treaty of Waitangi

· Social Services Committee: Inquiry into the Quality of Care and Service Provision for People with Disabilities

· Disability Action Plan 2014–2018: Cross-Government priorities to improve disabled people’s ability to participate and contribute to New Zealand (Update 2015)

· Protection of Personal and Property Rights Act 1988

Ministry of Health, Disability Support Services

· Whāia Te Ao Mārama: The Māori Disability Action Plan for Disability Support Services 2018 to 2022

· Putting People First

· New Model for Supporting Disabled People

· Enabling Good Lives

· New Zealand Public Health and Disability Act 2000

· Health and Disability Services (Safety) Act 2001 and the associated Health and Disability Standards NZS 8134:2008

· Intellectual Disability (Compulsory Care and Rehabilitation) Act 2003, referred to as the ID(CC&R) Act

· New Zealand Health Strategy: Future direction, Wellington

· Respite Strategy: 2017 to 2022

Ministry of Education

· Education Act 1989
  

· United Nations Convention on the Rights of the Child

· Ka Hikitia – Accelerating success 2013–2017
 

· Pasifika Education Plan 2013–2017

Ministry of Social Development

· The New Zealand Carers' Strategy Action Plan for 2014–2018

· Disabled Persons Community Welfare Act 1975 (except Part 2A)

· Enabling Good Lives
Oranga Tamariki

· Oranga Tamariki Act 1989 Children’s and Young People’s Well-being Act 1989

· Children’s Commissioner Act 2003

There are also five key government agencies that protect the rights of disabled people or monitor progress to improve their lives:

· Office of the Health and Disability Commissioner

· Office for Disability Issues

· Human Rights Commission

· Office of the Ombudsman

· New Zealand Police
.
Appendix 6: Support Packages
Service categories

The table below shows total numbers funded in the MidCentral area for services accessed through the Enable New Zealand NASC:
Table 5: MidCentral DSS client numbers by service type and age group, at July 2018
	Service Category 
	<18 years
	18 years or over
	Total

	Behaviour Support 
	94
	28
	122

	Carer Support 
	347
	313
	660

	Day Services 
	
	153
	153

	Home Support – Individualised Funding (IF) 
	28
	105
	133

	Home Support – non-IF 
	24
	375
	399

	Home Support – Funded Family Care 
	
	32
	32

	Community Residential 
	4
	422
	426

	Respite Care 
	59
	117
	176

	Supported Living 
	
	213
	213

	Equipment & Modifications

	93
	327
	420


Note: Clients are counted more than once if they are allocated to more than one service type. 

Some services specialise in particular areas while others, usually the larger agencies, provide multiple types of services. Some services such as Behaviour Support, Child Development Services and Equipment Services are contracted to a single provider. 

Community residential support services
DSS purchases community residential services
 for disabled people who need 24-hour support so they can enjoy a good quality of life and live in a place that feels like home. Access to residential support services is by referral from the NASC following an individual needs assessment process to assist disabled people to live in a supported community environment.
Community Residential Services aim to be home-like settings in the community, where people can receive support for up to 24 hours a day. 
This might include help with things like:
· shopping

· preparing and cooking meals

· household chores

· personal care

· getting out and doing things in the neighbourhood.
Services are provided in a range of community settings such as small or large homes, groups of small homes or flats. The Community Residential Category also includes people who live in Aged Care Facilities.

Home and community support services

DSS purchases household management and personal care services
 to assist people to live at home. 
Household management may include help with:

· meal preparation

· washing, drying or folding clothes

· essential house cleaning, vacuuming and tidying up.
Personal care may include help with:

· eating and drinking

· getting dressed and undressed

· getting up in the morning and getting ready for bed

· showering and going to the toilet

· getting around the home.
People access home and community support services (HCSS) either through a provider contracted to the Ministry of Health or via Individualised Funding.
Individualised Funding is a mechanism where disabled people engage their own disability supports and use a budget allocated by their NASC to pay for these supports. People using Individualised Funding are supported by a host provider. Host providers are contracted to provide people with advice on how to use Individualised Funding and carry out their responsibilities. Host providers may also assist people with other aspects of managing and purchasing supports, such as providing payroll or assisting with other human resource matters.

Respite and Carer Support

DSS purchases respite supports
 to assist people caring for the disabled person to take a break. Respite can take many forms such as:

· Facility-based respite – where the disabled person goes to a respite facility, usually overnight

· Family Whānau Home Support – where a support worker from a contracted provider focuses on respite, supervision, buddy support, afterschool care, and community-based activities 

· Individualised Funding Respite – where the full-time carer purchases their own respite support

· Carer Support – which is a subsidy that helps a full-time carer take some time out.

Funded Family Care

Funded Family Care
 is health funding for some eligible disabled people to employ their parents or family members over 18 who they live with to provide them with their personal care and/or household management supports. It allows payment of people to care for resident family members assessed as having high or very high needs relating to disability, long-term chronic health conditions, mental health, and addiction and aged care needs. Funded Family Care policies are administered by the Ministry of Health (Disability Support Services) and District Health Boards.

Supported Living

DSS purchases Supported Living
 to help disabled people live independently by providing support in those areas of their life where help is needed.
Supported Living is provided by a support worker to assist eligible people who need assistance in their own homes with:

· using community facilities

· shopping, budgeting or cooking

· dealing with agencies such as Work and Income New Zealand or the bank.

These services cover:

· household management: services that assist a person with activities such as meal preparation, washing and drying clothes, household-cleaning, vacuuming and tidying up 

· personal care: services may include help with activities of daily living such as:

· eating and drinking, getting dressed, getting up in the morning and getting ready for bed, showering and going to the toilet, that enables a disabled person to maintain their functional ability at an optimal level

· night support: a service where the support worker or other staff member is required to sleep at the home of the person in order to provide intermittent care throughout the night.

This category also includes supported living, which is a service that supports an eligible person to build skills to live independently in their own home and participate in their community. Support might include:

· using community facilities

· shopping, budgeting or cooking

· help when dealing with agencies, such as Work and Income.

Equipment and modifications

DSS can fund equipment and modifications
 to a person’s home or vehicle. This support is accessed through District Health Board Occupational Therapy Departments, and includes: 

· providing advice on the best equipment or modifications to the person’s house and/or vehicle to suit their needs

· providing equipment on long-term loan

· helping pay all or part of the costs of modifying the person’s house or vehicle.
Community day services

Day services and vocational programmes are also funded by MSD. DSS also funds a number of people who have historically been unable to attend MSD-funded day services. These people currently have grand-parented funding arrangements.

DSS has responsibility and funding for day services for eligible people including:

· disabled people who were deinstitutionalised as part of an agreed deinstitutionalisation plan

· people who are subject to the Intellectual Disability (Compulsory Care and Rehabilitation) Act 2003.
Day services are funded by DSS for disabled people and are traditionally run as group activities. Each person has an individual day programme service plan that describes the range of activities they require and the outcomes they hope to achieve through those activities.

DSS also funds additional support (Discrete 1:1) to enable some people to attend an MSD or MOH funded Day Service. This support assists with additional personal care or challenging behaviour.

Child development services (accessed through MidCentral DHB)

Child development services (CDS)
 are non-medical, multidisciplinary, allied health and community-based services that work with whānau to determine how best to support children’s development.

The CDS is a therapy-based service of the MidCentral DHB. It provides assessment and therapy services to babies, children and adolescents (from birth to 16 years of age) who have developmental or ongoing disability needs. It also works with babies at risk of disability, such as babies born prematurely. The service focuses on early intervention.
Behaviour support services

Behaviour support services
 is contracted by DSS to NZCare Disability through Explore Specialist Advice for people with an intellectual disability and autism whose behaviour makes it difficult for them to engage in everyday routines, settings, activities and relationships. Behaviour support services:

· work with the disabled person and support network (family and whānau, welfare guardian, staff/carers), including from vocational and residential services, advocates and friends

· develop and implement a plan to reduce the impact of the person’s challenging behaviour. This plan is monitored and reviewed by the service provider alongside the disabled person to make sure it works well, making it easier for the disabled person to be independent and involved in the community.

Disability support services expenditure
The annual cost of various types of services are highlighted in Table 6 on the following page. They indicate that the largest costs include traditional services, such as residential support (including rest homes and hospitals) and day services. Home support, personal care support and supported living options are also high-expenditure services.  

Table 6: Ministry of Health DSS MidCentral expenditure by service, 2017/18

	Service Category 
	Expenditure ($millions) 

	Enable NASC Management Fee
	                1.43 

	Carer Support Subsidy 
	                1.37 

	Respite Care
	                0.85 

	Funded Family Carer
	                0.59 

	Supported Living
	                4.05 

	Home Support (26% Individualised Funding (IF))
	                2.62 

	Personal Care (IF 50%)
	                4.83 

	Community Residential 
	              36.38 

	Rest Homes & Hospitals 
	                1.67 

	Assessment, Treatment & Rehabilitation/Habilitation

	                2.10 

	DHB Child Development 
	                0.99 

	Behaviour Support 
	                1.04 

	Day Programmes 
	3.29

	Information & Advisory
	0.73

	Equipment & Modifications - NASC clients
	                0.93 

	Equipment & Modifications - non-NASC clients
	                1.28 

	Equipment repairs, refurbishment, freight etc 
	                1.12 

	Environmental (Sensory)

	                2.49 

	High and Complex
	                2.32 

	Other
	                1.30 

	Total
	$              71.36
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� For more information about Mana Whaikaha see  � HYPERLINK "http://www.manawhaikaha.co.nz/about-us/mana-whaikaha/" �www.manawhaikaha.co.nz/about-us/mana-whaikaha/�


� Average of 14 satisfaction questions, N = 172.


� Average of 22 satisfaction questions, N = 152.


� Regardless of age.  


� As a primary diagnosis, although many people had complex or global impairments, including  significant physical and sensory impairments, behavioural and psychiatric issues and autism (almost all individuals (98 percent) over 40 years of age did not have a separate diagnosis of autism).


� WMW=2.6, p<0.01, df=91.


� Nineteen people.


� Agreement with these statements is defined as answering with: ‘mostly’ or ‘always’; ‘yes/totally’ or ‘mostly’; ‘all the time/yes’ or ‘mostly’; ‘yes/lots’ or ‘some’. 


� Self-reports only – Subjective Wellbeing questions cannot be summarised for proxy respondents.


� Agreement with these statements is defined as answering with: ‘mostly’ or ‘always’; ‘yes/totally’ or ‘mostly’; ‘all the time/yes’ or ‘mostly’; ‘yes/lots’ or ‘some’. 


� For more information about Mana Whaikaha see � HYPERLINK "http://www.manawhaikaha.co.nz/about-us/mana-whaikaha/" �www.manawhaikaha.co.nz/about-us/mana-whaikaha/�


� The IDI stands for the Integrated Data Infrastructure. The IDI is a linked longitudinal dataset that combines unit-record administrative information from a range of agencies and organisations. The IDI is maintained by Statistics New Zealand under strict privacy and confidentiality protocols.


� Social Cost Benefit Analysis.


� SAMS is a national evaluation organisation governed by disabled people and whānau. It has operated in New Zealand since 1979. Interviewers were trained SAMS evaluators, comprising disabled people, family or whānau and others. For more information, see � HYPERLINK "http://www.sams.org.nz" �www.sams.org.nz�


� The 172 disabled people were selected at random from the DSS data base of July 2018 using a stratified sampling process (this system chooses a certain number of people randomly from a set of groups based around disability type, level of assessed need and age).


� These people were chosen either as a result of a disabled persons survey (where a legal guardian agreed to continue on with the whānau and guardian survey) or permission was obtained from the disabled person, or they were chosen at random from legal guardians listed in the DSS data base.


� Self-selected participation using an emailed Survey Monkey questionnaire.


� For a detailed review of the surveys and the results for each survey item within various sub-groupings, please refer to the Survey Tools Report.  


� For more details on those involved and the method refer to Appendix 1 and for discussion on key national programmes, strategies and commitments see Appendix 5. Diagrams for the system map are available in Appendix 3.


� See Appendix 5: Key national programmes, strategies and commitments.


� For more information about the local disability support system, refer to Appendix 6.


� This term and other descriptive words in this paragraph were used by participants.


� Note: the results in Section 3: Disabled People and their Whānau relate to people already receiving services and do not address access issues.


� This percentage was calculated from 14 Likert Scale survey items (questions) that focused on service satisfaction. As an ‘overall’ percentage it should be treated with caution since each Likert Scale item tested an independent construct. However, it provides the flavour of responses concerning service satisfaction. 


� According to the needs assessments conducted by Enable New Zealand and provided in the DSS data base (two ratings in the data base were provided – the SPA rating and the total disability support level). The level of assessed need used in this report is the higher of the two levels of assessed need. For 98 percent of the disabled people who responded to this survey level of assessed need was the same for both variables in the DSS data as at July 2018.  


� In 87 percent of cases, a proxy respondent (typically an immediate whānau member) responded for children and young people under the age of 18 years.


� WMW=3.8, p<0.001, df=38.


� WMW=3.2, p<0.001, df=37.


� Based on survey item, ‘overall services for my family member work well’.


� WMW=8.7, p<0.001, df=70.


� For learning disability only, VHN versus high/moderate assessed needs, WMW=3.3, p<0.001, df=23.


� WMW=2.6, p<0.01, df=91.


� Only two children and young people in this sample had VHNs. Nineteen were assessed with high needs and 17 moderate needs (sample size was too small for significance testing).


� Fifty-eight percent (all or most of the time) and 28 percent (not really or never), compared with 78 percent and 3 percent respectively for people with learning disabilities.  


� There were insufficient numbers of adults with a primary diagnosis of ASD (n=7) to include in this figure.


� At the time data was extracted from material within the DSS data base, July 2018.


� Unless otherwise stated, residential services refer to all disabled people in residential accommodation, not just community residential homes for people with learning disabilities.


� Only 8 percent of learning disabled adults who have high and moderate assessed needs (in total) live in community residential homes.


� Protection of Personal and Property Rights Act 1988.


� Responses from proxy respondents only for adults in residential services: all disability types.


� Regardless of age. For people with learning disabilities only, the same comparison is 34 to 78 percent. WMW=4.8, p<0.001, df=48.


� Fifty-one whānau/disabled people were represented in both surveys.


� On average 24 days were allocated per year per disabled child/young person with a range of 3–83 days (n = 28) and for adults an average of 40 days with a range of 11–95 days (n = 17). 


� There also appeared to be some confusion with regards to terminology, with ‘respite’ being used to describe the carer support subsidy.


� For example, for the Likert Scale item, ‘My support occurs when I need it in my life’, 86 percent indicated this was the case all or most of the time (n=22). Further, 76 percent believed support helped them pursue their own interests all or most of the time (for all people receiving supported living funding, n=25).


� Seventy-five percent indicated that their supports helped them connect to people and places that are important to them (n=20) and 73 percent believed they were supported to be an active member of their community (n=22) all or most of the time.


� Both self and proxy respondents.


� All people in residential services versus all people with supported living funding, n=45 and n=25 respectively, WMW=4.6, p<0.001, df=55.


� Or 14 percent of the 35 people who provided an additional verbal or written response to the question regarding equipment.


� Some people identified only as Māori, others included other ethnicities as well as Māori.


� German, British, North American, and Australian.


� There were insufficient numbers of people in the Pasifika and Asian (n=3 in total) categories to provide a viable comparison.


� Ie, 17 to 65 years and not in school.


� � HYPERLINK "http://www.enablinggoodlives.co.nz" �www.enablinggoodlives.co.nz�


� N = 19.


� A paid support worker for a disabled child or young person with the specific role of being a buddy to the disabled person, ie, helping the disabled person engage in community activities and hobbies that the disabled person enjoys.  


� It is possible that access to the community was also affected by the season (late winter/early spring).


� Nineteen people.


� And 60 percent of all disabled people surveyed (including children/young people)


� Eleven disabled people and five whānau raised issues about transport without prompting (word searches for car, cars, transport, taxi, scooter).


� The average for the respondents taking part in these surveys was slightly higher at $50,000 to $60,000. The national median household income (regular and recurring) for 2018 as calculated by Statistics New Zealand was $83,001 and the average was $105,109 nationwide (see � HYPERLINK "https://figure.nz/chart/yiJz6VUr64vQ68Du" �https://figure.nz/chart/yiJz6VUr64vQ68Du� and � HYPERLINK "https://www.stats.govt.nz/information-releases/household-income-and-housing-cost-statistics-year-ended-june-2018" �https://www.stats.govt.nz/information-releases/household-income-and-housing-cost-statistics-year-ended-june-2018�). Statistics New Zealand listed the gross national disposal income average in 2016 as $48,504 (per person) � HYPERLINK "http://archive.stats.govt.nz/browse_for_stats/snapshots-of-nz/nz-progress-indicators/Home/Economic/disposable-income.aspx" �http://archive.stats.govt.nz/browse_for_stats/snapshots-of-nz/nz-progress-indicators/Home/Economic/disposable-income.aspx� with poverty indicators set at below 50 and 60 percent of the median disposable income per person. This equates to 10 and 18 percent of New Zealanders respectively falling below that line. � HYPERLINK "http://archive.stats.govt.nz/browse_for_stats/snapshots-of-nz/nz-progress-indicators/Home/Social/population-with-low-incomes.aspx" �http://archive.stats.govt.nz/browse_for_stats/snapshots-of-nz/nz-progress-indicators/Home/Social/population-with-low-incomes.aspx�


� The employment rate in New Zealand in the third quarter of 2018 was 68.3 percent with an official unemployment rate of 3.9 percent � HYPERLINK "https://tradingeconomics.com/new-zealand/employment-rate" �https://tradingeconomics.com/new-zealand/employment-rate�


� Based on people who responded (somewhat, not really or no/never) to the item: Overall supports for my family member work well. See section 2.6.1.


� In 2018, the median annual household income from Government benefits, excluding superannuation and war pensions, was $11,262 with a mean of $14,651. The median for people on superannuation and war pensions was $17,801 with a mean of $18,839. � HYPERLINK "https://figure.nz/chart/OToNBIID6B7ZkZlp-Scm6oim0HTjX7LB2" �https://figure.nz/chart/OToNBIID6B7ZkZlp-Scm6oim0HTjX7LB2� 


� All children and young people and five (of nine) adults with ASD live with family/whānau. 


� For example, eight people with physical disabilities stated they could not afford dentists, seven people stated the cost of transport was an issue, six people believed they could not access the community in various ways due to cost, and nine people thought they could not pursue further education due to cost.


� A Waikato project for stroke victims that sees them dismantling cars as a form of rehabilitation.


� � HYPERLINK "http://www.enablinggoodlives.co.nz" �www.enablinggoodlives.co.nz�


� Including happiness and reducing stress and tiredness, having time to self and time for others.


� As a general statement, such as “getting out more”, “getting into the community”, “getting out of the house”, “join a club”.


� Question 22.


� p<0.01 (for one question), p<0.001 (for 20 questions).


� These figures were derived from Question 22 that asked respondents to rate the following statement on a five-point Likert Scale: ‘Overall, supports for my family member work well’.


� The Cantril Ladder is widely used in social science research, most notably the Gallup World Poll. It asks respondents about their satisfaction with their lives. It asks them to imagine a ladder representing life satisfaction with steps up from 0 to 10. It then asks them which rung of the ladder they see themselves standing on, with 0 representing the worst life they could imagine for themselves and 10 the best.


� Based on the question, “If anything were possible, what are some of the things you would like to achieve, start doing, or do more of?’.


� MWM=3.1, p<0.001, df=83.


� MWM=4.1, p<0.001, df=88.


� MWM=3.9, p<0.001, df=77 and MWM3.1, p<0.001, df=79 respectively.


� MWM=3.0, p<0.001, df=85.


� MWM=3.3, p<0.001, df=83.


� All self-reports (ie, no proxies).


� For example, 53 percent of those scoring less than five on the Cantril Ladder live alone (compared with 38 percent of those scoring five or more). Likewise, only 36 percent had contact with friends in the previous week and only 27 percent lived with family or friends (compared with 75 and 52 percent of those scoring five or more on the Cantril Ladder respectively).


� For a breakdown of local disability providers in MidCentral and types of services they provide. refer to Appendix 6.


� All or most of the time, item 1.3, ‘The current disability support system enables us to be proactive in our assistance of disabled people’ and item 1.4, ‘The current disability support system enables us to tailor our support according to people's aspirations and goals’.


� Sometimes, No/never or Not really, item 1.9, ‘The current disability support system enables us to raise issues and improve systems’.


� The average over all 13 items was 66 percent (SD 7.7 percent). Range 49 to 74 percent.


� People in residential homes are sometimes funded according to bands (1–5, with 5 being the highest). Banding is typically determined by degree of assessed need at a given point in time (VHNs, High and Moderate/Low).


� See Appendix 6: Support Packages.


� � HYPERLINK "http://www.enablinggoodlives.co.nz" �www.enablinggoodlives.co.nz�


� The average was 45 percent (SD 30 percent), however, the midway marker may have been misleading.


� This does not mean that three-quarters of support workers did not believe disabled people would have more choice and control, only that one-quarter offered this as a highlight of what can potentially happen with the change.


� Whānau refers to both immediate family members, extended family, partners and spouses.


� Other supporters refer to friends, welfare guardians and advocates.


� For example, ‘yes/no’ or category questions such as gender, ethnicity (typically for demographic data).


� The total population for people with sensory impairments (38 people) recorded in the DSS data as too small to sample.


� In particular, people can collude quite unconsciously in their own predicament (hegemony).


� See in particular the theory of homeostasis. This suggests that people appear well adjusted on subjective indicators but can live in circumstances that do not help them maintain or improve aspects of their personal or physical lives. Cummins, R.A. (2005). Moving from the quality of life concept to theory. Journal of Intellectual Disability Research, 49(10), pp. 699-706; Cummins, R.A. (1995). On the trail of the Gold-Standard for Subjective Well-Being. Social Indicators Researchers, 35, 179-200.


� Protection of Personal and Property Rights Act 1988.


� Because 43 percent of whānau or guardian respondents were randomly selected for interviews and were legal guardians of a disabled person (who was not involved in the disabled persons survey), the sample selected was biased in favour of younger families and people who live in community residential homes (who typically had learning disabilities).


� The scope of the project and time constraints limited the focus to four key ministries.


� The Ministry of Health funds people who are under 65 years old and have a physical, intellectual or sensory disability or a combination of these, that is likely to: remain even after provision of equipment, treatment and rehabilitation, continue for at least six months and result in a need for on-going support. The Ministry will also fund DSS for people with: some neurological conditions that result in permanent disabilities; some developmental disabilities in children and young people (such as autism, physical, intellectual or sensory disabilities that co-exist with a health condition and/or injury).


� � HYPERLINK "https://www.health.govt.nz/our-work/disability-services/contracting-and-working-disability-support-services/contracts-and-service-specifications" \l "NASC" �https://www.health.govt.nz/our-work/disability-services/contracting-and-working-disability-support-services/contracts-and-service-specifications#NASC�


� � HYPERLINK "https://manawhaikaha.co.nz/getting-started/am-i-eligible/" �https://manawhaikaha.co.nz/getting-started/am-i-eligible/�


� Includes 5 people at low support level. 


� Includes 13 at low support level, all adult.


� Includes 4 at low support level, all youth.


� Includes 2 people at low support level, 1 adult & 1 youth.


� This is largely due to the higher prevalence of ASD in males compared to females. For children and young people (under 20 years of age) in the MidCentral DSS population, 57 percent had ASD of whom 80 percent were male, and 41 percent had learning disabilities of whom 62 percent were male. In total, 71 percent of all children and young people in the DSS population under 20 years of age were male.


� For people aged 65 years and older, there were no differences in gender ratios for people with learning disabilities and only one person with ASD was in this age range. For people with physical disabilities, 73 percent were female in the same age range. The largest difference in this age range for people with physical disabilities was for those with moderate to low assessed need where 80 percent were female. The total for the entire MidCentral DSS population over 65 years and over were 35 percent male. See Te Pou o te Whakaaro Nui. (2018). DHB population profiles, 2018-2028: Statistics New Zealand projections 2017 update.


� Figures provided by DSS, July 2018.


� � HYPERLINK "https://www.un.org/development/desa/disabilities/convention-on-the-rights-of-persons-with-disabilities.html" �https://www.un.org/development/desa/disabilities/convention-on-the-rights-of-persons-with-disabilities.html� 


� � HYPERLINK "https://www.odi.govt.nz/nz-disability-strategy" �https://www.odi.govt.nz/nz-disability-strategy� 


� � HYPERLINK "https://www.parliament.nz/en/pb/sc/reports/document/48DBSCH_SCR4194_1/inquiry-into-the-quality-of-care-and-service-provision" �https://www.parliament.nz/en/pb/sc/reports/document/48DBSCH_SCR4194_1/inquiry-into-the-quality-of-care-and-service-provision� 


� � HYPERLINK "https://www.odi.govt.nz/nz-disability-strategy/disability-action-plan/" �https://www.odi.govt.nz/nz-disagility-strategy/disability-action-plan/� 


� � HYPERLINK "http://www.legislation.govt.nz/act/public/1988/0004/latest/whole.html" �http://www.legislation.govt.nz/act/public/1988/0004/latest/whole.html� 


� � HYPERLINK "https://www.health.govt.nz/publication/whaia-te-ao-marama-2018-2022-maori-disability-action-plan" �https://www.health.govt.nz/publication/whaia-te-ao-marama-2018-2022-maori-disability-action-plan�


� � HYPERLINK "https://www.health.govt.nz/our-work/disability-services/disability-projects/putting-people-first-quality-review" �https://www.health.govt.nz/our-work/disability-services/disability-projects/putting-people-first-quality-review� 


� � HYPERLINK "https://www.health.govt.nz/our-work/disability-services/disability-projects/new-model-supporting-disabled-people" �https://www.health.govt.nz/our-work/disability-services/disability-projects/new-model-supporting-disabled-people� 


� � HYPERLINK "http://www.enablinggoodlives.co.nz/" �http://www.enablinggoodlives.co.nz/� 


� � HYPERLINK "http://www.legislation.govt.nz/act/public/2000/0091/latest/DLM80051.html" �http://www.legislation.govt.nz/act/public/2000/0091/latest/DLM80051.html� 


� � HYPERLINK "http://www.legislation.govt.nz/act/public/2001/0093/latest/DLM119975.html" �http://www.legislation.govt.nz/act/public/2001/0093/latest/DLM119975.html� and � HYPERLINK "https://www.standards.govt.nz/sponsored-standards/health-care-services-standards/" �https://www.standards.govt.nz/sponsored-standards/health-care-services-standards/� respectively


� � HYPERLINK "https://www.health.govt.nz/our-work/disability-services/about-disability-support-services/intellectual-disability-compulsory-care-and-rehabilitation-act-2003" �https://www.health.govt.nz/our-work/disability-services/about-disability-support-services/intellectual-disability-compulsory-care-and-rehabilitation-act-2003� 


� � HYPERLINK "https://www.health.govt.nz/our-work/disability-services/disability-projects/respite-strategy-2017-2022" �https://www.health.govt.nz/our-work/disability-services/disability-projects/respite-strategy-2017-2022�


� � HYPERLINK "http://www.legislation.govt.nz/act/public/1989/0080/latest/DLM175959.html" �http://www.legislation.govt.nz/act/public/1989/0080/latest/DLM175959.html� 


� � HYPERLINK "https://www.ohchr.org/en/professionalinterest/pages/crc.aspx" �https://www.ohchr.org/en/professionalinterest/pages/crc.aspx� 


� � HYPERLINK "https://www.education.govt.nz/ministry-of-education/overall-strategies-and-policies/the-maori-education-strategy-ka-hikitia-accelerating-success-20132017/" �https://www.education.govt.nz/Ministry-of-education/overall-strategies-and-policies/the-maori-education-strategy-ka-hikitia-accelerating-success-20132017/� 


� � HYPERLINK "https://www.education.govt.nz/ministry-of-education/overall-strategies-and-policies/pasifika-education-plan-2013-2017/" �https://www.education.govt.nz/Ministry-of-education/overall-strategies-and-policies/pasifika-education-plan-2013-2017/� 


� � HYPERLINK "https://www.msd.govt.nz/documents/about-msd-and-our-work/work-programmes/policy-development/carers-strategy/carers-strategy-2014-18.pdf" �https://www.msd.govt.nz/documents/about-msd-and-our-work/work-programmes/policy-development/carers-strategy/carers-strategy-2014-18.pdf� 


�� HYPERLINK "http://www.legislation.govt.nz/act/public/1975/0122/latest/whole.html?search=ts_act%40bill%40regulation%40deemedreg_%e2%80%a2Disabled+Persons+Community+Welfare+Act+1975+_resel_25_a&p=1" \l "DLM436794" �http://www.legislation.govt.nz/act/public/1975/0122/latest/whole.html?search=ts_act%40bill%40regulation%40deemedreg_%e2%80%a2Disabled+Persons+Community+Welfare+Act+1975+_resel_25_a&p=1#DLM436794� 


� � HYPERLINK "http://www.legislation.govt.nz/act/public/1989/0024/127.0/DLM147088.html" �http://www.legislation.govt.nz/act/public/1989/0024/127.0/DLM147088.html� 


� � HYPERLINK "http://www.legislation.govt.nz/act/public/2003/0121/latest/DLM230429.html" �http://www.legislation.govt.nz/act/public/2003/0121/latest/DLM230429.html� 


� � HYPERLINK "https://www.hdc.org.nz/" �https://www.hdc.org.nz/� 


� � HYPERLINK "https://www.odi.govt.nz/" �https://www.odi.govt.nz/� 


� � HYPERLINK "https://www.hrc.co.nz/" �https://www.hrc.co.nz/� 


� � HYPERLINK "http://www.ombudsman.parliament.nz/" �http://www.ombudsman.parliament.nz/� 


� � HYPERLINK "http://www.police.govt.nz/" �http://www.police.govt.nz/� 


� Data is available for 0 to 6-year-olds and 17- to 64-year-old age groups. 


� See the MOH webpage, Community Residential Support Services, at: � HYPERLINK "https://www.health.govt.nz/your-health/services-and-support/disability-services/types-disability-support/community-residential-support-services" �https://www.health.govt.nz/your-health/services-and-support/disability-services/types-disability-support/community-residential-support-services�


� See the MOH webpage, Home and Community Support Services, at: � HYPERLINK "https://www.health.govt.nz/your-health/services-and-support/disability-services/types-disability-support/home-and-community-support-services" �https://www.health.govt.nz/your-health/services-and-support/disability-services/types-disability-support/home-and-community-support-services�


� See MoH webpage, Respite, � HYPERLINK "https://www.health.govt.nz/your-health/services-and-support/disability-services/types-disability-support/respite" �https://www.health.govt.nz/your-health/services-and-support/disability-services/types-disability-support/respite�


� See the MOH webpage, Funded Family Care, at: � HYPERLINK "https://www.health.govt.nz/your-health/services-and-support/disability-services/types-disability-support/funded-family-care" �https://www.health.govt.nz/your-health/services-and-support/disability-services/types-disability-support/funded-family-care�


� See MoH webpage, Supported Living, � HYPERLINK "https://www.health.govt.nz/your-health/services-and-support/disability-services/types-disability-support/supported-living" �https://www.health.govt.nz/your-health/services-and-support/disability-services/types-disability-support/supported-living�


� See the MOH webpage, Equipment and modifications for disabled people, at: � HYPERLINK "https://www.health.govt.nz/your-health/services-and-support/disability-services/types-disability-support/equipment-and-modifications-disabled-people" �https://www.health.govt.nz/your-health/services-and-support/disability-services/types-disability-support/equipment-and-modifications-disabled-people�


� See the MOH webpage, Community Day Services, at: � HYPERLINK "https://www.health.govt.nz/your-health/services-and-support/disability-services/types-disability-support/community-day-services" �https://www.health.govt.nz/your-health/services-and-support/disability-services/types-disability-support/community-day-services�


� See the MOH webpage, Child Development Services, at: � HYPERLINK "https://www.health.govt.nz/your-health/services-and-support/disability-services/types-disability-support/child-development-services" �https://www.health.govt.nz/your-health/services-and-support/disability-services/types-disability-support/child-development-services� and the MidCentral DHB webpage, Child Development, at: � HYPERLINK "http://www.midcentraldhb.govt.nz/HealthServices/ChildHealth/Pages/Child-Development.aspx" �http://www.midcentraldhb.govt.nz/HealthServices/ChildHealth/Pages/Child-Development.aspx#� 


� See the MOH webpage, Behaviour Support Services, at: � HYPERLINK "https://www.health.govt.nz/your-health/services-and-support/disability-services/types-disability-support/behaviour-support-services" �https://www.health.govt.nz/your-health/services-and-support/disability-services/types-disability-support/behaviour-support-services� 


� These figures are actual expenditure for the year ending 30 June 2018 (actual based) and include all expenditure which can be attributed to the MidCentral area. 


� Includes DHB Assessment, Treatment & Rehabilitation, Head Injury Rehabilitation and other Rehabilitation/Habilitation


� Environmental (Sensory) includes, for example the Blind Foundation and Deaf Aotearoa. 
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