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1.  What is happening in the MidCentral Area
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.

Evaluation context 

Mana Whaikaha will require ongoing evaluation to help everyone understand if its objectives are being achieved, 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

	
	Quantitative analysis using IDI data

	
	Quantitative analysis using IDI data
	
	Quantitative analysis using IDI data
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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.
The Baseline Study reports include information from the qualitative interviews, surveys and system mapping parts of the evaluation (the components in the diagram on the previous page, highlighted in green).

2.  Why we did a Baseline Study

With change about to happen, we wanted a clear picture of how things were before the change started.  

The Baseline Study describes and measures what was happening before Mana Whaikaha started on the 1st October 2018. Having this information means we can repeat the study and find out what has changed as a result of doing things differently. 

3.  What the Baseline Study looked at

The overall Baseline Study had three main objectives:

Objective 1: to develop a detailed ‘map’ of the current disability support system in the MidCentral area

Objective 2: to understand and measure the current experiences and life outcomes of disabled people and whānau in the MidCentral area

Objective 3: to identify what support is needed to help disabled people, whānau, service providers and community-based organisations in the MidCentral region prepare for system change.
This report focuses on responses to the following questions: 
· How whānau experience the current disability support system and what impact does it have on their lives?
· How well does the current disability support system support whānau to live the lives they want?
· Do whānau experience the current disability support system differently? If so, how and why?
· What life outcomes are whānau achieving under the current disability support system?
· What is most important to whānau in creating a life they want?

4.   How we did the Baseline Study

The Baseline Study was made up of six types of work:

1. Talking with disabled people

2. Talking with whānau
3. Surveying service providers

4. Surveying people who worked for service providers (workforce survey)

5. Talking with people who worked for a range of government agencies and other stakeholders, eg Disabled Persons Organisations (DPOs).  
6. Reviewing documents that described the disability support system.
The whānau survey gathered the views, experiences and opinions of family, whānau, spouse/partner, welfare guardian, and advocates in the MidCentral area prior to the introduction of the new system (Mana Whaikaha).  

The disabled persons survey is reported on separately, but involved 172 individuals with learning and physical impairments, and people with Autism Spectrum Disorder (ASD).
Disabled people were asked for permission for their whānau member to also take part in the survey. Where permission was not obtained or no whānau were available, the remaining sample were drawn at random from legal guardians (welfare guardians or whānau of people under 18 years of age) who were not part of the disabled persons survey.
The survey involved a number of sections that attempted to review important things relating to personal experiences of the service system. These criteria were based on other survey tools in the sector and on documents such as Enabling Good Lives (EGL). EGL has the guiding principles behind the development of the new system.  

The Baseline Study information gathering took place between early August and late September 2018. 

During the interviews whānau worked their way through the survey with an experienced interviewer.  

The survey included open ended (long answer questions) and some where people gave scores on a five-point Likert scale. Whānau were encouraged to say whatever they wanted in addition to the survey questions.

The interviews were confidential. All the information was put together to create a picture of what life was like before the changes happened. 

5.   Defining some key words or terms used in this report

	Term or word
	
	In this report, the word means:

	Whānau
	
	family, whānau, spouse/partner, welfare guardian and advocates



	Disabled people
	
	people with a physical, intellectual or sensory disability who were clients of the Enable New Zealand Needs  Assessment and Service Coordination service (NASC)



	Residential services/homes
	
	a community residential support service funded by Disability Support Services, Ministry of Health (unless specifically stated otherwise)



	Disability Support Services


	
	Ministry of Health funded Disability Support Services

	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.


	Very High Needs (VHN)
	
	Very High Needs refers to a level of support, where people are identified as having multiple and significant challenges with daily living activities. The support required is likely to be intensive. The level is identified through the NASC process and based on a facilitated needs assessment. The level was developed as a consistent way to describe a person's total disability support level for their service package allocation.



	Subjective Wellbeing (SWB)


	
	A measure of a person’s own perceived life satisfaction or happiness.


6.   Method of analysis

The main method of analysis of survey items was the use of frequencies (percentages) for each question. Where comparisons are made between groups for specific questions, a simple significance test was used to tell us if the difference between each group was actually a clear or statistically significant difference. We used the Wilcoxon Mann-Whitney (WMW) test for non-parametric statistics for this purpose. Further information about this methodology is available on request.
On some occasions we grouped some questions together and used averages. This was particularly the case if we were looking for general trends in similar questions, such as ‘satisfaction’ with support services. These grouped questions are only a guide or a taster as to show an overall trend.  However, because individual questions are asking different constructs, it is important to consider each question individually before forming conclusions.  Construct validity stresses the need to consider what a question is measuring or what construct it is measuring.  When grouping similar questions together within a loose heading, such as ‘satisfaction with support services overall’, the construct ‘satisfaction with support services’, is much more loosely defined and thus is only a guide or a suggestion of overall satisfaction. 

On other occasions we reported averages for questions that provided a range of responses (continuous or non-discrete responses).
Satisfaction and wellbeing – cautions when interpreting some subjective results

Satisfaction is a difficult concept to define. It can be relatively objective in terms of having something tangible, such as equipment, or it can be more subjective, in terms of satisfaction with staffing. Satisfaction can include thoughts such as how ‘happy’ a person is or how ‘pleased’ they are with something. 

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 starting on October 1st, 2018.  

Measures relating to satisfaction with services may be reported as a grouped or overall suggestion of satisfaction. However, individual questions each ask 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.

Wellbeing is a subjective indicator that asks people about their personal life satisfaction or happiness.  

7.   Who contributed to the survey

Disabled people and their whānau, who were clients of the Enable New Zealand Needs Assessment and Service Coordination Agency (NASC), contributed to this survey.
Enable New Zealand was the NASC for the MidCentral area until the launch of Mana Whaikaha on October 1st, 2018. Enable is governed by the MidCentral DHB and is overseen by the Enable New Zealand Governance Group. 

According to the Ministry of Health’s website
, to be eligible to receive funding from Disability Support Services, and become a client of the NASC, people need to “have a physical, intellectual or sensory disability (or a combination of these) which:
· is likely to continue for at least 6 months

· limits their ability to function independently, to the extent that ongoing support is required.

These are mainly younger people under the age of 65 years.

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 disability that co-exists with a health condition and/or injury”.
This survey involved a total of 152 face-to-face or telephone interviews with whānau who had whānau members using disability support services in the MidCentral Area. 
8. Interesting things we discovered

	
	Overall it appeared that the whole group of whānau were relatively satisfied for their family member (63%).



	
	In particular, whānau who were NOT supporting a disabled person in their own home were generally most satisfied with services overall (81%) and were most satisfied with their personal wellbeing.
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	However, this group were also less convinced they had control over the supports that were provided and indicated that the disabled people they represented had poor choice and control in their life and with regard to their supports. 


	This group also indicated contentment with services or gratitude for services being available. 


	
	55 percent of whānau who were supporting at least one disabled person in their own home indicated they were generally satisfied with services overall and were ‘somewhat’ satisfied with their personal wellbeing.


but
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	Forty-five percent of whānau supporting at least one disabled person in their home were less than satisfied with services overall.
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	These results were mirrored in all questions relating to service satisfaction.
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	This group of whānau indicated poor satisfaction with their own lives (wellbeing) or their quality of life.
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	This group of whānau provided indicators of more stress factors in their lives, such as having time for themselves and other family members.
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	This group of whānau were less convinced they had sufficient support and believed services were rigid, siloed or inflexible.  They also indicated they had difficulty securing paid carers.


9.  Where we found whānau survey participants
Just over half the sample (57 percent) involved whānau, welfare guardians or partners/spouses of people who had been involved in the disabled persons survey. 
The remaining sample was drawn from all 77 welfare guardians in the MidCentral DSS data as at July 2018 (16 percent of this group) and sampled from all 405 whānau of children and young people under the age of 18 years (11 percent of this group). 
Whānau were close supporters of 87 people with learning disability (57 percent), 12 with physical disabilities (8 percent) and 44 people with ASD (30 percent)
.
Whānau also were close supporters of 69 children and young people (45 percent of all disabled people being represented by whānau).
Sample bias

Because of the selection process, the sample has a bias toward the whānau of children and young people (under the age of 18). Forty-five percent of the whānau survey group represent children and young people compared with twenty-four percent of the whole MidCentral DSS population (data supplied by DSS, July 2018)
.
Who were the whānau respondents?
Eighty-two percent of the whole group indicated they were female and 16 percent indicated male. The remaining three identified as gender diverse.
Table 1 indicates that the majority of respondents were parents, followed by siblings and a person’s spouse or partner.

Table 1: How respondents were related to disabled people

	Parents (including foster parents)
	74.5%

	Grandparents
	  2.9%

	Siblings
	10.3%

	Other Whānau (aunt/uncle etc)
	  2.9%

	Spouse/partner
	  6.6%

	Advocates/friends
	  0.7%


Because most respondents were whānau members or spouses/partners, we refer to the survey generally as the whānau survey.  

Sixty-seven percent of all respondents in this survey were married or lived with a partner. The remainder were single (14 percent), divorced (9 percent) or were a widow/er (10 percent).
Three main groups 
During this analysis we divided whānau responses into three different groups:
· the whole group, 152 people

· whānau who did not support disabled people in their own home, 42 people

· whānau who did support disabled people in their own home, 106 people
.
The average age for all participants was between 50 and 54 years, but there were variations in age dependent on whether the respondents supported a disabled person in their own home or if they did not.  In particular, the average age of participants who were not supporting at least one disabled person in their own home was older, 65 to 69 years (range 50 to 80 years).  For those supporting at least one disabled person the average age was younger, 45 to 49 years (range 15 to 79 years).
10. Whānau who supported at least one disabled person in their own home

The group was further divided into whānau who were supporting at least one disabled person in their own home, and who indicated overall satisfaction with support services based on one question (often referred to as Question 22), and those who were less satisfied.

Table 2: Overall supports work well for my family member – Always and Mostly responses (responses to Question 22)
	
	All whānau, guardians, etc
	Do not have disabled people living in their home
	Supporting a disabled person(s) in their home

	Overall supports for my family member work well
	63.4%
	80.5%
	55.1%


Table 2 suggests whānau who were supporting at least one disabled person in their own home were less satisfied with services overall. Dividing this group into people who were ‘mostly’ and ‘always’ satisfied with services (called the satisfied group) and those who were ‘somewhat’, ‘not really’ and ‘never’ satisfied with supports overall (the less satisfied group), we were able to make a number of distinctions.
	
	Eight-one percent of whānau, who do not have a disabled person living at home with them, indicated they were satisfied with supports for their family member.
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	Only 55 percent of whānau, who did support at least one disabled person in their own home, were satisfied overall with supports for their family member.


Table 3: ‘Overall supports for my family member work well’; whānau who were supporting at least one disabled person in their own home (responses to Question 22)
	
	Satisfied with Services overall

Mostly / always
	Less satisfied with Services overall

Somewhat/ not really/ no/never

	Overall supports for my family member work well
	55%
	45%





Table 4 indicates the ‘less satisfied’ group were characterised by respondents who predominantly supported children and young people (82 percent) and often multiple people with disabilities in the same household (21 percent). In addition, the group that were satisfied with services overall were more likely to be supporting at least one adult with disabilities, (47 percent
) in contrast to whānau who were less satisfied with services (30 percent
). There were few differences in the numbers supporting more than one child or young person in the same home, whether or not at least one of the children/young people was disabled. 
Table 4: Composition of homes for whānau who are supporting at least one disabled person in their own home
	
	Satisfied with services overall n=53
	Less satisfied with services overall n=44

	More than one disabled person supported in the same home
	7

13.2%
	9

20.5%



	Supporting at least one child and young person with and/or without disabilities
	33

62.3%
	36
81.8%



	Supporting at least one disabled adult in the home (18+ years)
	25

47.2


	13
29.5

	Supporting at least one disabled child/young person
	30
56.6
	33

75.0

	Supporting more than one child/young person in the home
	24
45.3%
	21
47.7%



	Supporting more than one child/young person in home including at least one disabled child/young person
	22

41.5
	17

38.6


There were more people with very high needs (VHN) and high assessed needs in the less satisfied group (74 percent), in comparison with whānau who were supporting disabled people in their own home and who were satisfied with services overall (54 percent)
. 
This comparison is important as it effectively provides five different groups to consider when reviewing the survey findings. These include:

1. All 152 participants in the whānau survey

2. Participants who were not supporting at least one disabled person in their own home

3. Participants who were supporting at least one disabled person in their own home – and of these:
4. Participants who were supporting at least one disabled person in their own home but who were satisfied with services overall
5. Participants who were supporting at least one disabled person in their own home but who were less satisfied with services overall.
11.   What whānau think about their lives

Subjective wellbeing measures how satisfied or happy a person is with their own life.
The whānau survey had three questions relating to subjective wellbeing (SWB).  
The first was the Cantril Ladder
. This ladder asks people to rate where they would place themselves on an eleven-point scale where zero is the worst possible life they could imagine, and 10 the best.  

The overall results for all whānau responses to the Cantril Ladder are presented in Figure 1. It indicates a slight bimodal distribution (twin peaks or clues of two distinct groups) with an average rating of 6.3 (SD 2.1).

Figure 1: Cantril Ladder for all whānau
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Differences between whānau who were supporting people in their own home and those who were not supporting people in their own home is the source of the twin peaks. Figure 2 indicates whānau who were not supporting disabled people at home scored themselves higher on the Cantril Ladder (average 7.5, SD 1.7) when contrasted with whānau who were supporting at least one disabled person in their own home (average 5.8, SD 2.1)
.

Figure 2: Cantril Ladder, whānau with and without disabled people in their own home
[image: image9.png]Cantril Ladder

25.0%
1
20.0%
|
1
1
15.0%
10.0%
5.0%
0.0%
Worst 1 2 3 4 5 6 7 8 9 Best
possible possible
life life

= Not supporting people in own home ~ =====Supporting disabled people in own home




(vertical dotted lines=means/averages)

	[image: image10.jpg]



	Whānau supporting disabled people in their own home had poorer perceived subjective wellbeing (SWB) than whānau who were not supporting a disabled person in their own home. 


If we divide the group who were supporting people in their own home, according to their satisfaction with services overall, we can see the source of a second bimodal distribution (twin peaks). Figure 3 indicates that whānau, who were supporting people in their own home and who were less satisfied with services overall, were scoring lower on the Cantril Ladder (average 4.8, SD 1.8). This is in contrast to whānau who were satisfied with services (average 6.5, SD 2.0)
. This suggests that satisfaction with services overall may be a factor when considering subjective wellbeing using the Cantril Ladder.
Figure 3: Cantril Ladder: whānau supporting people in their own home
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	Perceived subjective wellbeing (SWB) for whānau supporting disabled people in their own home may be linked to their reported satisfaction with services overall (Question 22); those indicating less satisfaction scoring poorest overall on SWB. 


Two more questions focused on SWB in the whānau survey. Figure 4 indicates self-reported quality of life on a five-point Likert Scale. There were significant differences in the overall trend between those supporting at least one disabled person in their own home and those who did not
.  However, the trend indicates a one third split between the two lower, two higher and central scores (33, 32 and 34 percent) for people who did support at least one disabled person in their own home, but a large central result for those who did not support at least one disabled person in their own home (ie neither good nor bad).  This may be a function of the age of this group (see page 17).  
Those supporting at least one disabled person in their own home, who were less satisfied with services overall, were generally less satisfied with their quality of life (68 percent). This is compared with people who were satisfied with services overall (44 percent)
. When both of the latter groups were asked if their quality of life had changed, compared with 12 months previously, there was very little difference between the groups. This means that those who have indicated a poor quality of life in Figure 4 have considered their quality of life to be poor for some time.
Open-ended questions or verbal descriptions provided valuable insight into the lives of these whānau. 
Figure 4: Rated quality of life by whānau 
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12.   What is important to whānau 

Whānau described what was important in their own lives. Of the three most prevalent responses, listed in Table 5, the most common was family. References to family were more frequent for whānau who were supporting disabled people in their own home.  

The average age of whānau who were not supporting people in their own home was between 65 and 69 years old whereas the average age of whānau who were supporting at least one disabled person in their own home was 45 to 49 years old
.   It is possible that as whānau age they are more focused on the future support of the disabled person, especially as they are living away from home. Aging may also account for whānau considering their own health as an important consideration in their life.

Table 5: ‘Thinking about your life, what is most important to you?’, by whether or not whānau supported disabled people in their own home
	
	
	Supporting a disabled person(s) in own home

	
	Not supporting a disabled person(s) in own home
	Less satisfied with services overall
	Satisfied with services overall 

	No response
	4

9.5%


	3

6.8%
	2

3.8%

	Family
	19

45.2%


	26

59.1%
	35

66.0%

	Health
	7

16.3%


	4

9.1%
	6

11.3%

	Future support & wellbeing of disabled person(s)
	13

31.0%
	7

15.9%
	8

15.1%


13. What whānau would like

Whānau were asked ‘if anything were possible, what are some things you would like to achieve, start doing or do more of?’
Travel and holidays were the most frequent response by whānau regardless of whether they were supporting disabled people in their own home (Table 6). 

Sometimes the range of dreams and aspirations of whānau took in a lot of detail as the next example indicates:

Do art classes, socialise, be able to visit people, have regular time out, breaks – go on holiday, have time relaxing – spend time with my grand-children – have fun times with my [disabled] son. 

However, Table 6 also indicates that having time to self and family, seeing friends and having time to socialise were raised more often by whānau who were less satisfied with services overall and supported at least one disabled person in their own home. 

A theme running through many statements was time:
Just more TIME for myself (to be more social with friends, have some hobbies). HEALTH, both physical and mental has deteriorated due to having NO time to relax. Cannot leave my two family members [to be] responsible for themselves. Would improve with better support and I could have some "ME" time.

Table 6: What are some things you would like to achieve, start doing or do more of, by whether or not whānau are supporting disabled people in their own home
	
	
	Supporting a disabled person(s) in own home

	
	Not supporting a disabled person(s) in their home
	Less satisfied with services overall
	Satisfied with services overall 

	No response
	20

47.6%


	4

9.1%
	10

18.9%

	Vacation/holiday
	10

23.8%


	11

25.0%
	11

20.8%

	Time for self, time to relax, time
	3

7.1%


	14

31.8%
	9

17.0%

	Time for family, other children, husband
	2

4.8%
	12

27.3%
	7

13.2%

	Seeing friends
	1

2.3%


	5

11.4%
	3

5.7%

	Socialising, having social life
	3

7.1%


	7

15.9%
	3

5.7%

	Work, employment
	0

0%


	8

18.2%
	11

20.8%

	Study, classes, courses
	0

0%


	4

9.1%
	4

7.5%

	Future support & wellbeing of disabled person(s)
	4

9.5%
	3

6.8%
	6

11.3%

	Hobbies, activities (varied)
	4

9.5%


	10

22.7%
	5

9.4%


Time for self
Whānau supporting disabled people in their own home indicated far fewer hours spent for themselves (Figure 5). Notably,19 percent of this group indicated no time for themselves
. Having time for oneself and having time for other members of the family were important goals for many whānau who were supporting disabled people in their own home. This was more so for whānau who were less satisfied with supports overall.

Figure 5: How much of your average week day is spent doing things for yourself, whānau with and without disabled people in their own home
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An important aspiration raised by whānau, who were supporting disabled people in their own home and who were less satisfied with services overall, concerned ‘having a normal life’. There was a desire to be less stressed or to have an improved sense of wellbeing. One whānau indicated a need for:

More 'time out' and having a reliable support network… for mental wellbeing.

Another whānau member provided a very similar response in stating a desire to:

Spend more time outdoors. Have access to good overnight care… [because we] miss things, a normal life. Things that other parents of a ten-year-old could expect.

Stress factors were cited regularly by those who were less satisfied with services. Over half the whānau, who were less satisfied with services and supported at least one disabled person in their own home, indicated they had little time for themselves or their family in general in verbal responses (55 percent). Many indicated 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 whānau 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. XE "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." 
Figure 6 illustrates whānau who were supporting at least one disabled person in their own home were far more involved with their daily support than whānau who do not support a disabled person in their own home
. There were, however, no notable differences for whānau who did have disabled people in their own home as the hours of support are nearly identical.   

Figure 6: On an average weekday, how much time do you spend actively providing support (ie, active supervision and caring responsibilities), by whether whānau supporting people in their own home
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One question asked how supports assist whānau to build the kind of life they wanted. Whānau who were less satisfied with services were more likely to respond negatively to this survey item (Figure 7)
. A difficulty with this question was the two parts to the statement. One part focuses on whether whānau believe they ‘know where they are heading’ and the second, that they ‘have the supports in place to build the life they want’. In either event, Figure 7 shows the two groups are significantly different in their pattern of responding.

Figure 7: We know where we are heading and have the supports in place to build the life we want, for whānau who are supporting disabled people in their own home
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A theme for whānau, supporting at least one disabled person in their own home, concerned the degree to which they experienced stress in their own lives and how much this was influenced by their caring responsibilities and how supported they felt. 

14. Goals, dreams and aspirations

Three questions in the survey asked whānau to describe the following:

1. Thinking outside your supports, is there anything stopping you from achieving your goals?

2. Thinking about your life, what is most important to you?

3. If anything were possible, what are some of the things you would like to achieve, start doing, or do more of?

Barriers to achieving goals

Whānau, supporting at least one disabled person in their own home, were more likely to mention their caring responsibilities as a barrier to them achieving their goals  (Table 7).

Non-responses to ‘is there anything stopping you from achieving your goals?’ are noted in Table 7. Whānau, who were supporting at least one disabled person in their own home and who were less satisfied with services overall, were most likely to respond to this question. Non-responses can indicate that either whānau did not perceive any barriers to them achieving their goals, or they did not have any goals.

Table 7: Is there anything stopping you from achieving your goals? Whānau both supporting and not supporting a disabled person in their own home
	
	
	Supporting a disabled person(s) in own home

	
	Not supporting a disabled person(s) in their home
	Less satisfied with services overall
	Satisfied with services overall 

	No response
	26

61.9%
	8

18.2%
	22

41.5%

	Responsibility of supporting a disabled person(s)
	4

9.5%
	24

55.0%
	16

30.2%


Notable in Figure 8 is the number of whānau who did not believe they got regular breaks from their caring responsibilities. Closer scrutiny indicates that 42 percent of whānau, who were generally satisfied with services (Question 22), believed that they “sometimes” got a break from their caring responsibilities. This compares to 23 percent of those who were less satisfied with services.  
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	Sixty-eight percent of those who were less satisfied with services did not believe they got regular breaks from their caring responsibilities (at all or occasionally). This compares with 44 percent of those who were satisfied with services overall
.


Figure 8: I have regular breaks from my caring responsibilities, whānau who are supporting disabled people in their own home
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A previous comment from whānau highlighted getting a break can include having time to catch up on sleep. Sleep is a big issue for many whānau
, one person noted with reference to the carer support subsidy:

Twelve days a year – not much money – $9.00/hr
. People [are] not willing to work for that amount. [I] wanted to employ someone to look after him and have a break… [I work] nightshift. Not much sleep… No family in NZ
.

Another parent said in reference to her child:

[She] can't cope with sounds. [She’s] awake all night sometimes. [She] sleeps with headphones.

A review of Figure 8 indicated whānau, who were supporting at least one disabled person in their own home, did not generally believe that they had a break from their caring responsibilities (only 11 percent)
. This reflects the stress felt by whānau supporting disabled people in their own home. It may also explain why caring responsibilities were cited as the main barrier for whānau, who were supporting disabled people in their own home, from achieving their goals (in Table 7).  

One question asked whānau whether contact with the disability support system helped them achieve their goals.  
Figure 9: Contact with the disability support system helps us achieve our goals, by whether whānau are supporting disabled people in their own home
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Figure 9 indicates:

	
	Over 50% of whānau who are not supporting a disabled person in their own home believed contact with the disability support system definitely helped them achieve their goals (54 percent, ‘yes/always’).
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	Responses from whānau who did support at least one disabled person in their own home was mixed, with a quarter indicating that contact with the disability support system definitely did not help them achieve their goals (26 percent, ‘no/never’)
.



Figure 10
 reveals those least likely to agree with the statement, ‘contact with the disability support system helps us achieve our goals’, were whānau who were less satisfied with their supports overall
.  

Figure 10: Contact with the disability support system helps us achieve our goals, whānau who were supporting disabled people in their own home
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	Thirty eight percent of whānau who were supporting at least one disabled person in their own home and who were less satisfied with services overall did not believe supports helped them achieve their goals (at all).


15. Employment and income
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	Forty-four percent of the whole whānau group had a combined household income of $40,000 or less. This rate did not vary between the different groups.


· 13 percent had a household income of over $100,000
. 
· The median for all whānau was between $40,000 and $50,000
.  

In many situations, whānau who were supporting a disabled person at home talked about needing to have someone at home. This was particularly the case for whānau with school age children as there needed to be someone home before and after school, during school holidays (in particular) and when the disabled child/young person was sent home from school due to sickness or behaviour issues.
Employment versus carer responsibilities

An economic issue for whānau can occur if a carer gives up work in order to support a disabled person. 
Giving up work to become a carer has significant issues for whānau. Particularly 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 some situations, whānau reported that the disabled child/young person was only sleeping a few hours at night. This can significantly reduce the ability of one caregiver (or both) to work. Sometimes, this was due to whānau needing to catch up on sleep while the child/young person was at school. School holidays for these individuals were particularly difficult.

Many whānau reported concerns regarding the lack of before and after school support and holiday support. One person noted her son had missed a term of school because no one was available to support him for one hour prior to the time the school opened.  
For some whānau the work-caring role was fraught with issues and concerns.  Comments from whānau
:

When I am at work, I have a break. Carer support can't be used when you are working. Not flexible.

No [I can’t work]. Looking after my son, I couldn't work full-time – [he] can't stay on his own. [I] need someone to keep an eye on my son.

My qualification is a counsellor but I have never been able to put it into practice!! [I want the] flexibility to have my own small business. [And] no pressure working for someone else. [I] wish MoH could support people with disabilities with transport – you can't have a good quality of life if you can't move safely around. Very frustrating.

Would like to work more – not enough support to work full time – can't find support worker.

I had to give up working to look after my children for 7-8 years because of their disabilities, which has impacted hugely on our financial situation. I now work part-time and find it difficult to find work.

I would like a job that is part-time and I could work around my kids. More money would be good.

Not enough hours for me to work and support my son. School holidays a problem with my new job. Worried about this. I can't take time off work.

I would love to go back to work but can't because of my daughter's needs. I was on $120k before I had my daughter. She had so many hospital visits and appointments. I have to pick her up from school, health issues. I can't work because I need to be available for her.

If he doesn't go to school, I take time off work.

Thirty-two percent of all working age respondents were not employed at the time of the survey
. 
When isolated to whānau respondents, who were supporting people in their own home and who were less satisfied with their disability support services, the number indicating they were unemployed rose to 49 percent, compared with those who were satisfied with services overall (30 percent). 
16. Māori whānau 

Māori represented 15 percent of the whānau 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, they 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 respondents in this survey were higher for Māori (55 percent) compared with NZ Europeans (38 percent). 
Four of the eleven Māori who were not in paid employment were single carers and all but one of those not employed were supporting children and young people at home. Three people had more than one child with a disability, and seven supported from two to seven children or young people in their home.

17. Satisfaction with disability support   services

To date we have been referring to satisfaction with support services in relation to one question, “overall supports for my family member work well” (or Question 22). In total, there were 22 questions that related to satisfaction with support services. The next three tables reveal that people who were not supporting disabled people in their own home were generally more satisfied with services across most of the 22 satisfaction questions (average 73 percent, SD 13 percent), when compared with whānau who were supporting at least one disabled person in their own home (57 percent, SD 16 percent).  
There were a set of positive responses from all three groups to five of the satisfaction questions. Table 8 indicates that whānau seemed to believe that support services were respectful of them and their views. They also seemed reasonably positive about support workers if they were utilised.
Table 8: Positive responses to questions concerning satisfaction with support services, yes/always and mostly responses
	


	All whānau, guardians, etc
	Do not have disabled people living in their home
	Supporting a disabled person(s) in their home

	I feel welcomed by the supports/services we use

	80.0%
	85.7%
	78.1%

	I believe my views are valued by supports/services
	75.2%
	70.7%
	77.8%

	Supports respect our culture
	86.2%
	81.1%
	88.2%

	Supports value our preferences
	70.5%
	75.6%
	68.0%

	Paid support workers are reliable and consistent
	73.4%
	80.6%
	71.6%

	
	n=152
	n=42
	n=106



Three of the satisfaction questions indicated whānau who did not support a disabled person in their own home were less likely to believe that they had control over aspects of support (see Table 9 below).  
Table 9: Autonomy and whānau supporting and not supporting disabled people in their own home, yes/always and mostly responses
	
	All whānau, guardians, etc
	Do not have disabled people living in their home
	Supporting a disabled person(s) in their home

	We control and direct the supports that are needed

	64.8%
	36.4%
	74.4%

	We can make changes to our supports as we need
	60.3%
	48.3%
	64.0%

	We choose who provides assistance for ongoing support

	63.9%
	43.8%
	71.3%


The majority of those who were not supporting a disabled person in their own home (68 percent) were whānau of people living in community residential homes (42 percent of whom were ex-Kimberley residents). In the disabled persons survey, people living in community residential homes were reporting (typically through proxy respondents) reduced autonomy in areas such as:

· control over their life 

· their services
· who their staff would be 
· with whom they lived.

The converse was true, however, for 14 of the remaining satisfaction questions.  Table 10 indicates significantly reduced satisfaction for whānau who were supporting at least one disabled person in their own home as opposed to those who were not (significant across 13 of the 14 questions in Table 10).
Table 10: Questions relating to varied satisfaction with support services, yes/always and mostly responses
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	All whānau, guardians, etc
	Do not have disabled people living in their home
	Supporting a disabled person(s) in their home
	WMW Sign test

Col. 3 & 4
	Diff in mean

	Easy to access and use
	50.0%
	73.0%
	42.0%
	3.7***
	1.0+++

	Contact with the disability support system helps us achieve our goals
	53.8%
	78.4%
	43.5%
	3.9***
	1.1+++

	Supports anticipate what I/we need
	41.6%
	69.7%
	31.5%
	3.1***
	1.0+++

	Supports work when we want
	58.2%
	78.9%
	49.5%
	3.6***
	1.0+++

	Supports enable us to do the things that are important to us
	58.3%
	76.9%
	50.5%
	3.5***
	0.9+++

	I can access all of the information I need about support services
	53.3%
	69.2%
	46.9%
	2.9**
	0.9+++

	I think information from support services is easy to understand
	52.6%
	78.9%
	42.6%
	3.7***
	1.1+++

	We are supported to be connected to the community
	39.2%
	73.1%
	29.3%
	3.0**
	0.9++

	Supports work when we want
	61.2%
	76.9%
	54.1%
	2.6***
	0.7++

	Overall supports work flexibly
	66.9%
	78.4%
	61.9%
	2.6***
	0.6++

	Overall supports for my family member work well
	63.4%
	80.5%
	55.1%
	3.4***
	0.9+++

	Our supports help us connect to people and places that are important to us
	60.2%
	83.3%
	51.7%
	2.5**
	0.8++

	I/we know where we are heading and have the supports in place to build the life we want
	60.0%
	89.2%
	49.0%
	4.3***
	1.2+++

	Our wellbeing benefits from contact with DSS
	62.1%
	76.3%
	57.0%
	1.9
	0.5


**p<0.01, ***p<0.001. Diff in mean student t statistics +p<0.01, +++p<0.001

Satisfaction with services for those who have a disabled person in their own home

Respondents who were supporting at least one disabled person in their own home were divided into two groups (based on Question 22
):
· those who were satisfied with services overall (yes/always and mostly) (55 percent of all those supporting people in their own home), and 

· those who were less satisfied with services overall (somewhat to no/never)
. 

Table 11 shows the group who scored ‘yes/always’ and ‘mostly’ to the question highlighted blue, also provided higher satisfaction results across all remaining satisfaction survey items (average 75 percent, SD 16 percent) when contrasted to those who were less certain in their responses (average 36 percent, SD 18 percent).  
For all of these survey items the difference between the two groups was significant.
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	Whānau who were supporting at least one disabled person in their own home and who were less satisfied with service overall (Question 22) were consistently and significantly less satisfied with services across all other service satisfaction questions.


Table 11: Satisfaction with services (yes/always to mostly) for people supporting at least one disabled person in their own home, satisfied versus less satisfied groups
	
	Satisfied with services overall
	Less satisfied with services overall1
	WMW 

Sign test

Col. 3 & 4
	Diff in mean

	I feel welcomed by the supports/services we use
	94.0%
	57.5%
	4.3***
	1.0+++

	I believe my views are valued by supports/services
	88.2%
	64.3%
	3.7***
	1.0+++

	Supports respect our culture
	97.9%
	73.5%
	2.9**
	0.9+++

	Supports value our preferences
	83.0%
	47.5%
	3.7***
	1.0+++

	Easy to access and use
	64.7%
	18.2%
	4.1***
	1.3+++

	Contact with the disability support system helps us achieve our goals
	59.6%
	27.5%
	3.3***
	1.1+++

	Supports anticipate what I/we need
	44.9%
	12.5%
	3.8***
	1.2+++

	Supports work when we want
	77.4%
	18.2%
	5.7***
	1.7+++

	Supports work how we want
	82.7%
	20.9%
	5.8***
	1.7+++

	Overall supports work flexibly
	86.8%
	31.0%
	5.3***
	1.6+++

	Supports enable us to do the things that are important to us
	79.2%
	14.3%
	6.0***
	1.8+++

	Paid support workers are reliable and consistent
	90.9%
	51.2%
	3.7***
	1.1+++

	We control and direct the supports that are needed
	88.9%
	59.5%
	3.1***
	1.0+++

	We can make changes to our supports as we need
	82.2%
	42.5%
	4.0***
	1.3+++

	We choose who provides assistance for ongoing support
	87.0%
	51.3%
	3.9***
	1.5+++

	Overall supports for my family member work well (Question 22)
	100.0%
	0.0%
	
	

	I can access all of the information I need about support services
	60.4%
	30.0%
	3.1***
	1.1++

	I think information from support services is easy to understand
	54.0%
	29.3%
	3.9***
	1.3+++

	We are supported to be connected to the community
	40.4%
	12.8%
	3.1***
	1.0++

	Our wellbeing benefits from contact with the disability support system
	74.5%
	35.1%
	3.5***
	1.0+++

	Our supports help us connect to people and places that are important to us
	73.9%
	21.6%
	4.0***
	1.3+++

	 I/we know where we are heading and have the supports in place to build the life we want
	60.0%
	33.3%
	3.4***
	1.0+++

	
	n=53
	n=44
	
	


1 Rated Question 22 as somewhat to not at all satisfied.
**p<0.01, ***p<0.001 Diff in mean student t statistics +p<0.01, +++p<0.001

Descriptions of service satisfaction

A question asked whānau to describe what supports had been like in a couple of words.
Table 12 lists the majority of the adjectives in a type of order, from fantastic/excellent to terrible/abysmal. Whānau, who did not support a disabled person in their own home and those who did and have indicated they were satisfied with services overall, provide a wider range of positive adjectives relating to supports than whānau who were supporting a disabled person(s) in their own home and who were less satisfied with services (the middle column).

Table 12: If you were to describe what your supports have been like for you in a couple of words, what would they be? Word usage per group
	Not at home
	Disabled people at home and less satisfied with services
	Disabled people at home and satisfied with services

	
                                       1

Appreciative/Grateful    

  

Fantastic             8        

Excellent     

Great

Gold standard

                            2

Peace of mind

Happy                                 2

Excellent communication


                        5                       

Very good


                            1

Pretty Good


                        5

Good


                 2

Alright


                                   3

Provides relief for 

family/self

                                   3

Same old/same old 

Variable


                     1

Difficult

                                          3

Lazy, lazy staff / Bullying

service/staff / Worrying
	   

                                       1

Appreciative/Grateful    


                   1                              

Great


                       1

Supportive


                                         4

Adequate/Average/Ok


                   2

Helpful

                                 2

Provides relief for

family/self

                                    4

Haphazard/Variable 

Inconsistent


Inadequate/Lacking/       11

No continuity/Limited

Very limited

                                      4

Insufficient/Not enough

 

                                     5

Hard to get/Very hard 


A struggle/Tiring             11

Frustrating/Inflexible

Isolating

                     4                1

Non-existent   / Terrible


	
                                        2

Appreciative/Grateful    

Fantastic

Excellent                8

Great

Best

A God-send

Pretty awesome


                       1

Very good


Great support &        2 

Supportive

                            

Pretty Good &          2

Very adequate


               4

Good

                                 6

Adequate/Fine/Ok

Satisfactory

  

                           2

Consistent

                  4

Helpful

                                 4

Provides relief for 

family/self

                                  4

Spotty/Inconsistent

Up and down


                                   1

Could be improved


                                       5

Insufficient/Not enough


                                 4

Hard to get/Difficult


                     1

Abysmal


18. What whānau liked about supports 

	
	Supports gave the whānau a break
 from their caring responsibility.



Forty-seven percent of people, who were supporting at least one disabled person in their own home (regardless of their general satisfaction with services), stated support services gave them a break from their caring responsibilities. These responses were more frequent for whānau who were supporting people in their own home and who were satisfied with services overall (42 percent). This is in contrast to those who were supporting disabled people in their own home and who were less satisfied with services overall (14 percent).  
In reviewing these responses some whānau would indicate the importance of getting a break to “keep me sane” or “re-energise”. One parent noted that support was used to help get her son ready for school:
It gives me a break and helps me to get him up in morning. Sometimes he sleeps badly. With support for him I can get up later [and] get things arranged during school hours.

Other people noted getting a break from their caring responsibility allowed them also to spend time with other members of their family, especially a spouse or other children.
As noted in Section 14 (Figure 8), more whānau who were less than satisfied with services did not believe they got regular breaks from their caring responsibilities (68 percent) compared with whānau who were satisfied with services (44 percent).

When considering whānau who were not supporting a disabled person in their own home, the most prevalent response related to how happy
 the person was with the supports that were provided for them (24 percent):  

[The] service goes out of way to make sure he is happy.

[They] made him happy & more content…Doesn't run away anymore.

I'm happy, & the main thing is he is happy.

She is very happy – not anxious.

It is notable that whānau, who were not supporting disabled people in their own home, also voiced their own contentment with services (17 percent). For example, whānau would talk about themselves in the following terms:
Happy.

Over the moon.

Peace of mind.

Full of confidence, and having the stress off.

Good and caring staff
 were listed as one thing whānau who did not support disabled people in their own home liked about services, 26 percent compared with five percent of people who were supporting disabled people in their own home.

19. What whānau did not like about the supports & what they wanted to change

A method of exploring open-ended questions is to consider how many people did not respond to various questions. In particular, Table 13 considers the non-responses
 to two questions that examined:

· what people did not like about the supports that were provided, and 

· what they would change (if they could change one thing).  
Table 13 shows the non-responses for each of these questions is much lower for whānau who were supporting disabled people in their own home and who were less satisfied with services (according to Question 22). This suggests whānau, who had disabled people in their own home and who were less satisfied with services, had much more to say about what they did not like about services or wanted to change, in contrast to the other two groups. Conversely, it may be suggested the other two groups were less concerned with services overall or had fewer issues with services.
Table 13: Non-responses to opened ended questions concerning what whānau/guardians did not like about supports and what they would change
	
	Not at home
	Disabled people at home and less satisfied with services
	Disabled people at home and satisfied with services

	What don’t you like about the supports that are provided?
	25

59.5%
	5

11.4%
	23

43.4%

	If you could change one thing about the supports that are provided…?
	17

40.5%
	1

2.3%
	19

35.8%


Responses to the two questions about what whānau did not like about the services they received and what they would like to change have similarities in the pattern of responses, especially with regard to the most prevalent response. Table 14 indicates nearly a quarter of whānau who were supporting a disabled person in their own home believed their support was insufficient. 

Table 14: Comparison of responses between 'what you don't like about the supports provided' and 'if you can change one thing', whānau supporting disabled person in their own home
	
	What I did not like about supports provided
	One thing to change

	Not enough support/want more hours/days
	25

23.6%
	29

27.4%

	Not flexible/rigid/rule driven
	14

13.2%
	9

8.5%

	Finding carers
	17

16.3%
	7

6.6%

	Information too complex, lacking, not offered
	9

8.5%
	6

5.6%

	Paperwork issues
	6

9.1%
	0

0%


What whānau who were supporting disabled people in their own home disliked about the supports that were provided is considered in Table 15. This table provides a breakdown of whānau who were satisfied with services against those who were less satisfied. There were similar numbers in each group who did not believe they had sufficient support. However, whānau who were supporting at least one disabled person in their own home and were less satisfied with services overall were much more likely to report difficulties in finding paid carers. 

Table 15: Responses to the question, 'what don't you like about the supports that are provided?’ Whānau who are supporting disabled people in their own home
	
	Disabled people in own home and less satisfied with services
	Disabled people in own home and satisfied with services

	Not enough support/want more hours/days
	13

25.9%
	16

30.2%

	Not flexible/rigid/rule driven
	8

18.2%
	7

13.2%

	Finding carers
	13

29.5%
	3

5.6%

	Information too complex, lacking, not offered
	5

11.4%
	4

7.5%

	Paperwork issues
	6

13.6%
	0

0%


Perceptions about funding

When whānau, who were supporting disabled people in their own home, expressed what they did not like about supports, many simply said “not enough”
. The few that offered more explanation referred to running out of funding: 

I am trying to get his aunty to have him every second weekend but hours don't cover them. All the days have been used up in the school holidays.

[I] Struggle when I run out of days – we always run out – NASC has never offered more.

Others simply lamented the lack of hours:

Not enough hours… Rate needs to change - Not even $10/hr for respite person.

Or even to get some support at all:

More support – carer support… there is no support or help until diagnosis.

Change one thing? To have some. You know having the choice to know where the money is best directed for him. I mean at the end of the day… it’s a real hard one for me because I find it frustrating when I find out what other people are getting… Why are they different? And I know the squeaky wheel gets oiled and that’s pretty sad but that’s the way it is.

Many issues raised by whānau, who were supporting disabled people in their own home, were also raised in the Likert Scale items in the survey. For example, Figure 11 indicates:
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	Whānau who were less satisfied with services were less likely to believe the funding was sufficient (61 percent ‘occasionally and never’). This is in contrast to those who were satisfied with services (29 percent ‘occasionally and never’)
.


Figure 11: The funding is sufficient to meet our needs, whānau who were supporting disabled people in their own home
	[image: image28.png]60.0%

50.0%

40.0%

30.0%

20.0%

10.0%

0.0%

The funding is sufficientto meet our needs

Yes/Always  Most ofthe ~ Sometimes  Occasionally No/Never

time

m Less satisfied with services overall

m Satisfied with services overall






Table 16 indicates moderate satisfaction with funding for people who were not supporting disabled people in their own home as well as those who were, and who were satisfied with services. These two groups were also more convinced they understood what the funding was used for. Very low rates of satisfaction (highlighted) was noted for whānau who support people in their own home and who were less satisfied with services overall.

Table 16: Satisfaction with funding (yes/always or mostly), whānau supporting people in their own home or not, and satisfaction based on Question 22
	
	Not supporting a disabled person(s) in their home
	Supporting a disabled person in own home
	Supporting a disabled person in own home

	
	
	
	Satisfied with services overall
	Less satisfied with services overall1

	I think the funding allocation process is clear


	51.4%
	30.5%
	50.0%
	9.3%*

	I believe the funding allocation process is positive


	61.8%
	40.6%
	60.0%
	19.0%**

	I know what the funding is used for


	71.4%
	68.4%
	84.0%
	51.2%***


1 Rated Question 22 as somewhat to not at all satisfied.
Supporting disabled people at home, satisfied to less satisfied *(WMW 4.4, p<0.001, df=153, diff in mean=1.5, t=4.6, p<0.001), **(WMW=5.5, p<0.001, df=146, diff in mean=1.9, t=6.9, p<0.001), ***(WMW=3.8, p<0.001, df=153, diff in mean=1.2, t=5.2, p<0.001)

Some whānau referred directly to the carer support subsidy of $76 per day (rates in quotes can vary). One person stated:
A full day being 8 hours – $76. A lot of people don't have the money to top up. Need to reassess the figure – not fair – under minimum wage.

It is not clear whether many people understood the carer support subsidy was not enough to pay a minimum wage, and a top-up was expected by the recipient. 
Employment and income can be an important consideration in determining whether whānau can manage a top-up of the carer support subsidy.

Finding carers

Finding carers was highlighted as an issue for whānau. This was particularly the case for whānau who were supporting at least one disabled person in their own home, and who were less satisfied with services overall.

There was one Likert Scale item that considered the ease (or otherwise) of finding support workers or carers. Figure 12 indicates that the majority of whānau, who were supporting disabled people in their own home, did not find it easy to secure carers. This difference was largest for whānau who were less satisfied with services (84 percent compared with 56 percent ‘occasionally’ and ‘no/never’).

Figure 12: I find it easy to find carers (for the funding provided), whānau who were supporting at least one disabled person in their own home
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In reviewing responses to the question posed in Figure 12, many simply stated that finding carers was difficult, others offered some explanation as to why finding carers was difficult, such as:

Not enough carers to use hours…4hr/wk for community access – not happening.

Or the disabled person brings their own challenges that may reduce the possibility of finding suitable support workers:

You’ve got a limited pool to start with, you know also your child has these sleeping issues and stuff like that, you don't want to ask your friends to do it. You know she can be awake from half past one in the morning.

Or simply, finding the right support worker(s) is a problem:

Finding additional support workers – funding okay, but can't find decent ones – only one great SW.

Very hard to find someone… [need to] have a 'pool' of people that are consistent and have knowledge & confidence.

Carer Support and Respite

Carer support subsidy is available to the disabled person and their main carer, usually whānau, to provide time when the disabled person can be supported by someone else. Prior to the system’s change in October 2018, carer support was allocated at a daily rate of $76 a day. For a 24-hour period this equates to $3.17 per hour. On average, 30 carer support days were allocated per person, with a range of three to 95 days (SD 22 days). Thirty-three people in the disabled persons survey received carer support. Just under half of this group only received the carer support subsidy (49 percent).  

In the whānau survey 45 people received the carer support subsidy, of whom 27 only received this subsidy (60 percent). Of those receiving the subsidy 62 percent were children and young people (or 70 percent of those only receiving carer support).  Fifty-nine percent of children and young people (n=16) receiving the carer support subsidy had high assessed needs (plus one more person who had VHN). Of those children and young people with high assessed needs 13 had learning disabilities (of 14 children and young people with learning disabilities in total within this group). Of the 12 children and young people with ASD, eight had moderate assessed needs and three had high assessed needs (one did not provide this information). 
Figure 13 indicates that people receiving carer support days do not generally agree they can easily find carers for the funding provided.   

Figure 13: I find it easy to find carers (for the funding provided). People receiving carer support days
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For people who are looking for support workers there can be rules governing who may be employed. Many people using the carer support subsidy will hire other whānau or friends
 who are willing to take over support of the person for the entire allocated period (ie, 24 hours) or part thereof. However, whānau living at the same address could not be hired under the existing rules. Whānau who could find paid support easily were people often hiring other whānau or friends who do not live at the same address. Not completely understanding the rules can cause difficulties for some people. For example, one whānau member noted:

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.

In general, people who are allocated carer support days cite the following issues in accessing support workers:

· the poor funding for the carer support if the 24-hour period is considered

· an insufficient number of days allocated in the year to make it attractive to support workers

· the location where some disabled people live (small towns, rural locations, etc)

· turnover 

· lack of back-up carer options if the main paid carer was away or sick.
Another issue raised is trust, especially for the whānau of children and young people.  Unlike provider organisations, it is not a requirement for people employed by whānau to undergo police checks. On occasion people may have heard of others who had bad experiences, or they may have had a bad experience themselves
.

One issue is the challenge of using the allocations within the specified period. For example:

We got respite [ie, carer support] days allocated to us but we didn’t know how to find a carer...  So, we then got told since we weren’t using our days, they took them off us and said we could reapply again. But I asked them quite a number of times how to do it, and they said you just advertise, and they didn’t give me any help. Like what am I supposed to do? Put an ad on Facebook [and say] hey, do you want to look after my seven-year-old? Yeah, a bit dodgy, so yeah there was no help there.

Respite
Respite options generally refer to providing out-of-home arrangements for a disabled person for a set amount of time. There are several types referred to in the DSS material. For example, respite that uses individualised funding where the choice of options is open to the person/carer, respite in nursing homes for adults, and respite for children and young people – typically, in a small home (up to six people) specifically allocated for respite purposes.  

The word ‘respite’ is often used by carers to describe the options listed in the paragraph above but is also used to describe carer support days. To confuse matters, some people referred to ‘alternative’ support days or care. For example, one whānau member said:

But with the other [SW] the alternative care is great. She’s basically, she’s better than me. She is great. She tells me about the gluten free stuff to buy, and I don’t because it’s too dear, but she is great.  

In these instances, the interviewers attempted to determine what type of support they were referring to. However, in total, only three to four clear instances of people using respite were found in the disabled persons survey and only three were noted in the whānau survey. In most other cases it appears people were referring to carer support days. 

Lack of assistance was cited by another person when she was allocated 12 days respite. The person asked how to use the allocation and was told:

‘She goes to stay in a foster home’… and I was like, no… It’s not what [I] asked for, for her.

One parent lamented the rules around respite (carer support) stating:

I had said to them, ‘look you know that respite isn’t enough, I work two mornings a week and so that respite is only when I work’, and I was told, ‘well we don’t give you respite so you can work’. [I] just gave up.

The balance between maintaining employment and providing support for a person at home can be a challenging one. The dialogue highlights the issues people have with the rules concerning both respite and carer support days. Another issue is how the funding is compartmentalised. One parent stated:  

I don't like that money isn’t available for other things, it’s only available for one thing which is respite. So, you don't have a choice how it’s used. And for us that funding could be used a different way…  private swimming lessons, more one-on-one time... to do activities a normal four-year-old would do, but he can’t.

Another person who has respite allocated to a nursing home stated:

I can't use respite in a way I want…but I don't feel I have any choice.  I don't want to go to an old people’s home.

Respite options for adults are limited and are often only used when a main carer is away for some reason or unwell. However, the few experiences of this type of respite cited during interviews were not positive:

I was showered on the Friday having arrived on the Thursday and by the time I got to the Tuesday I hadn’t had another shower, and I asked for a couple of flannels … but when it gets down to it, if the overnight… responses to the bell aren’t going to happen within half an hour then it wasn’t going to happen. It wasn’t dignified and it wasn’t respectful.

Out-of-home respite for children and young people was viewed more favourably although it was believed few vacancies are available. There were two examples of a child/young person enjoying the experience, one stating her son loves going and “could not go enough”. However, the same parent noted they were limited by the allocation provided and felt they were being pressured to use the facility occasionally during the week as an alternative to the popular weekend:  

Well, basically, our needs as a family are not being met. I have to send [person’s name] to respite when [provider name] can fit him into their scheduled roster. Also, weekends are when I need respite which [provider name] cannot always provide so I've been asked to use my days during the week to which I refuse as we are supported during school week.

Another parent noted her son liked the “company of other kids” but doesn’t like being away from home.  

Type of support provided where whānau support people at home
There were a variety of types of support provided where whānau provided support to at least one disabled person in their own home (see Table 17).  

Table 17: Type of support provided where whānau support at least one disabled person in their own home
	
	
	

	Carer support subsidy
	45
	43.7%

	Only carer support subsidy
	27
	26.2%

	Respite support (including Individualised Funding IF)
	3
	2.9%

	Personal care (including IF)
	17
	16.5%

	Household management (including IF)
	14
	13.6%

	Household management and/or personal care support 
	21
	20.4%

	MidCentral DHB Child Development
	17
	16.5%

	Explore behaviour support
	11
	10.7%

	No information provided
	14
	13.6%


Table 18 indicates whānau, who were less satisfied with services overall and were supporting at least one disabled person in their own home, were less satisfied with the support that was offered to the whānau (highlighted) with regard to being able to continue their caring role and finding support workers or carers to assist. Both groups suggested that the support offered did little to give them a break from their caring responsibilities, and only a third suggested they understood what respite options were available in MidCentral area.
Table 18: Whānau views of respite, carer support, household management and personal care support
	
	Supporting a disabled person in own home
	
	

	
	Satisfied with services overall
	Less satisfied with services overall
	WMW
	Diff in mean

	I have regular breaks from my caring responsibilities
	13.3%
	10.0%
	2.1*
	0.4

	I find it easy to find carers (for the subsidy provided)
	31.7%
	10.5%
	2.9**
	0.9

	I know what respite options are available in Midcentral
	36.4%
	35.5%
	0.2
	0.05

	My supports help me continue with my caring role
	75.0%
	42.1%
	2.8**
	1.0


Some whānau did refer to out-of-home respite when completing the survey with interviewers. One person, for instance, referred to the “age barrier” for respite services (typically up to 21 years of age). Respite services are not always seen as providing the best solutions.
Perception of flexibility in service provision

What some whānau did not like about the supports they received (ie, what they wanted to change), was simply stated as being:

· not flexible
· too rigid
· too rule-governed.  
One man indicated his appreciation of supports when responding to the question about what he disliked about the supports provided, and then stated:

Without them I’d be lying on the ground.

However, he then went on to consider the question a little more:

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.

Other examples from a range of whānau included the rules associated with the funding:

I don’t like the inflexibility and not being able to use it while I am working.

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.

[I] can't use it on holiday programme… very restrictive. It needs to be flexible as to how we use the resource travel funds.

Respite too far away to be used flexibility – and can only use it when available – no guarantee – no spontaneity – not organised around need.

You can only use respite funding one way! Mum would like to use it in the day. Possibly 1:1 in day care or at home.

Lack of flexibility. Apart from carer relief hours, all other support is quite rigid in the hours they work.

Other respondents provided more general responses regarding the perceived lack of flexibility and alluded to the need to take a more holist approach:

At times it is very inflexible. No knowing what I can do or not. [Need to] look at the person as a whole and also the needs of the family.

Not flexible enough. Individual needs need to be more flexible.  Criteria from MoH is not culturally inclusive. Very colonial – mono-cultural.

One whānau considered the flexibility issue from a range of perspectives concerning how supports also impact on their lives:
That the criteria don’t fit the person's life… Support workers work in our home. This is not a workplace but our home. Often supporting support workers. [Need to] Put all $$ together and use flexibly, including holidays, to give wellbeing for whole family.



Figure 14 indicates a split in views between those whānau who are satisfied and those who are less satisfied with services (and who supported at least one disabled person in their own home) when flexibility in service provision is considered. In particular, 87 percent of those who were satisfied with services believed their supports worked flexibly compared with 31 percent of those who were less satisfied with services overall. Conversely, 11 percent of whānau who were satisfied with services did not believe supports worked flexibly (‘occasionally’ or ‘no/never’) compared with 50 percent of those who were less satisfied with services overall
.
Figure 14: Overall supports work flexibly, whānau who are supporting disabled people in their own home
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Two more Likert Scale items considered flexibility in relation to how much control whānau believed they had over the supports that were provided (
Figure 15
).  
	
	Only two percent of whānau, who were supporting disabled people in their own home and who were satisfied with services, did not believe they had control over their supports (‘occasionally’ and ‘no/never’).
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	Twenty-nine percent of whānau, who were supporting disabled people at home and who were less satisfied with services overall, indicated they had few to no opportunities to control and direct supports and 38 percent suggested they had few to no opportunities to make changes to their supports (‘occasionally’ or ‘no/never’).


Figure 15: Control over supports, whānau who were supporting disabled people in their own home
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*(WMW=3.1, p<0.001 df=135, diff in mean=1.0, t=5.6, p<0.001) **(WMW=4.0, p<0.001 df=133, diff in mean=1.3, t=6.7, p<0.001)
Clarity of Information

An issue raised by whānau concerned access to information. Whānau referred to ease of access:

We don't know what is available and nothing seems easy to access.

And others referred to having to find out things for themselves rather than have it freely offered to them:

I found out about lots of things but too late for my son as he is now too old.

I find I didn't know enough about my rights – it took a long time to find out [disabled persons name] was entitled to the hours.

[I] find everything confusing – what/who does what… everything should be under the umbrella.

Half of time don't hear about support services… Didn't know about travel grant and many other things.

Figure 16 shows at least a quarter of whānau who supported at least one disabled person in their own home did not believe that information was easy to access or easy to understand. This figure rose to over 50 percent for those whānau who were less satisfied with services overall.
Figure 16: Information provided by disability support services, whānau who were supporting disabled people in their own home
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In considering the Likert Scale items themselves whānau offered the following observations:

[I] don't understand what can/can't do.

If I wanted to find out I could, but not told it. It’s not handed to you.

Mum had to find out about the support for her son.

Some [information] can be quite hard to read and work through.

No, I don’t get information, unless I ask, but it’s not offered.

Always given confusing/conflicting info.

[It] needs lots of processing.

There needs to be more information on what other things you are entitled to.

Some is [easy to understand] others not helpful or understandable or accessible. Depends on agency.

Information is very hard to get – I don’t know everything that is available – no-one asks us what we need or want changed so we don’t know what to ask for.

It's very poor, the information that is given out.

20. Community participation

Community participation can be an important consideration for whānau as it can open up a range of experiences and opportunities for the disabled people they advocate for or support. 
The disabled persons survey indicated for some groups the success of community participation was dependent on disability type and the type of support package the individual received. Community participation also varied according to age, with children and young people appearing to be a lot more active in the community than adults. Whānau were often focused on community participation for the disabled people they supported, especially as it related to the support they received. One person noted:

I don't like that my daughter doesn't get to access the community. I want her to have same opportunities as her sister. She needs to be with younger people. She doesn't want me to take her to these things/activities… [I want her] to go to activities with support and independently, and not requiring Mum and sister to have to be there.

A whānau member highlighted the flexibility around their individualised funding (IF):

We pick and choose our carers. IF allow us to use it for expenses, so my daughter goes out in community.

For other whānau there is an understanding that supporting some people to venture into the community can be difficult:

I would like to get more support to get my son out of bed more to engage in community. [He needs] two to one support.

When asked, ‘if anything were possible, what are some things you would like to achieve, start doing, or do more of?’, one whānau simply said:

Take [person’s name] out in public.

When asked why this was important, this whānau then followed with:

To integrate [person’s name] into the community and not be shunned or have little old ladies tell me off as a parent.

Barriers to community participation are not always about lack of support.
Three Likert Scale items in the whānau survey concerned community participation or engagement. The majority of whānau, who do not support a disabled person in their own home, were advocating for them in community residential homes (68 percent).  The remainder were living independently and were being supported through supported living. Figure 17 indicates 73 percent of whānau, who were not supporting people in their own home, believed they were supported to be connected to the community. This is in contrast to whānau who were supporting people in their own home (29 percent). Figure 17 suggests close to 20 percent of both groups did not believe there was support to be connected to the community at all (19 and 25 percent respectively
).

Figure 17: We are supported to be connected to the community, whānau with and without a disabled person in their own home
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Figure 18 demonstrates the range of responses from whānau who were supporting at least one disabled person in their own home. This figure indicates over a half of whānau, who are less satisfied with services overall were least likely to believe they were supported to be connected with the community (59 percent).  
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	A third of those less satisfied with services overall (33 percent) did not believe at all they were supported to be connected with the community, in contrast to 19 percent of those who were satisfied with services
.


Figure 18: We are supported to be connected to the community, whānau who are supporting disabled people in their own home
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The second Likert Scale item that considered community participation examined the  use of community-based (universal or generic) options and services. This item was met with a varying response from some whānau. One stated:

Often it is specialised services. For some things she can go to community options but others need to be specialised to meet her needs – extra staff etc.

Another whānau member noted about his son, the community:

Couldn't meet his needs always. Others don't understand or support.

For others, it is was simply the acknowledgement that getting into the community at all was often an issue:

It's too hard to go with four children that have anxieties and don't like new situations.

Would love to get him into swimming lessons but can't afford it and it is hard to get him out of the house.

Figure 19 indicates whānau, who were supporting at least one disabled person in their own home, were not confident they could use community-based options and services (universal/generic) before they used specialist disability services. This is in contrast to whānau who did not support a disabled person in their own home
.

Figure 19: Use of universal/generic services before specialised services, whānau who were and were not supporting disabled people in their own home
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Figure 20 indicates how whānau, who were supporting at least one disabled people in their own home, responded to the same question. Fifty-nine percent of those who were less satisfied with their supports overall and were supporting at least one disabled person in their own home suggested they were not generally able to use community options before they had to use specialised services. This is in contrast to 35 percent of those who were satisfied with services
. It may be important that 74 percent of whānau, who were less satisfied with services, were supporting an individual with very high or high assessed needs. This compares with 54 percent of those who were satisfied with services overall. Degree of assessed need may account for some of the differences noted in Figure 20. 

Figure 20: Use of universal/generic services before specialist services, whānau who are supporting disabled people in their own home
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Another Likert Scale item considered community and social connectedness, in the sense of connecting with people and places.  


Figure 21 indicates whānau, who were not supporting a disabled person in their own home, were more likely to believe supports were assisting them to connect with people and places that were important to them. This is in contrast to whānau who were supporting at least one disabled person in their own home
.

Figure 21: Our supports help us connect to people and places that are important to us, whānau who were and were not supporting disabled people in their own home
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Figure 22 indicates 51 percent of whānau, who were supporting at least one disabled person in their own home and were less satisfied with services overall, did not believe that supports could connect them with people and places that were important to them (occasionally or at all). This is in contrast to 17 percent of whānau who were satisfied with services
.

Figure 22: Our supports help us connect to people and places that are important to us, whānau supporting disabled people in their own home
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Community participation and engagement is a consideration in both the New Zealand Disability Strategy and the Enabling Good Lives approach. Whānau, who were less satisfied with services overall and were supporting at least one disabled person in their own home, appear least likely to believe supports were encouraging or maintaining sufficient community participation for their disabled person(s). This dissatisfaction can be compounded by variables such as:

· trust in paid support workers
· an ability to secure paid support workers
· degree of assessed need
· any issues the disabled person(s) may have themselves (such as social anxiety or behavioural issues).  
There is also a consideration that the rules around funding packages (what funding can be used for) can limit opportunities for community participation. Some may believe funding is simply insufficient. For whānau on lower incomes an expectation that they could top-up funding and subsidies, such as carer support, may be an additional factor.
21. Unpaid carers
Unpaid carers, who were most stressed, were those who indicated less satisfaction with support services according to almost all the survey items. Those who indicated less satisfaction with services were also more likely to be unemployed and often supporting children and young people, and in some cases, multiple people with disabilities in their home. 

It is difficult to know whether stress and quality of life issues impact on perceptions of satisfaction with support services or whether poor satisfaction with services added to stress factors. Whichever way the cause and effect work for these whānau, the evidence clearly suggests a need to increase focus on unpaid carers.
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	The less satisfied group accounted for over a quarter of all the whānau who responded to the survey (27 percent), and close to a half (45 percent) of all whānau supporting people in their own home.  


These numbers are significant in terms of reviewing the support that is being provided.
22. Trust

A persistent theme running through the whānau surveys was trust.  
Whānau talked about having ‘peace of mind’, or of the service being ‘gold standard’ or ‘a God send’. For many whānau, knowing that the disabled person is safe and well cared for is a primary consideration.  
	
	Ninety-eight percent of whānau, who were not supporting a disabled person in their own home (and the person(s) lived elsewhere), believed they were safe all or most of the time (76 percent all the time).


	
	Eighty-eight percent of whānau, who did support at least one disabled person in their own home, believed the disabled person they supported was safe (all or most of the time)
. 




It is important to note the exact wording of this Likert Scale item:

 In general, I believe my family member/friend/partner/spouse is safe.

The explanation for this item, which is provided if the respondent is unclear of the question’s intent, states:

I am not concerned my family member/friend/partner/spouse is at risk.

This is not a support service specific item but takes a holistic view of risk and safety.  
Figure 23 considers whānau, who support a disabled person in their own home, relative to their satisfaction with support services overall. Whānau who were less satisfied with supports were less likely to believe the disabled person(s) living in their home were completely safe (yes/always). In fact, 22 percent of this group believed the disabled person living in their home was ‘sometimes’ to ‘never’ safe, in contrast to six percent of those whānau who supported disabled people in their own home and who were satisfied with services overall
.
Figure 23: In general, I believe my family member / friend / partner / spouse is safe, whānau and guardian supporting disabled people in their own home
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The source of where people were unsafe varied. One person noted:

At home he is safe, when he is upset he storms off and he [is] not safe in the street.

Another whānau simply wrote:

Runs away.

And on other occasions a variety of concerns are expressed:

[It] depends. He climbs up on things… he has serious seizures, [and]

haven't had the resources to house-proof.

Whānau, who are supporting at least one disabled person in their own home and who are less satisfied with services, were also more often supporting individuals with VHN and high assessed support needs. Safety for this group of people may not be in reference to support services per se – but in relation to the person being supported.  However, there were occasions where safety had some links to the support system.  For example, in one situation the interviewer noted the whānau had been denied a bathroom modification for 18 months and the parents had been doing the lifting manually, as:

Staff cannot do this due to health and safety.

Safety was also raised as a concern with regard to support workers during general discussion with whānau while they completed the survey: 

[The] ORS person is most supportive [but] other respite [funding is] not used because people need to know the boys. And boys’ behaviour is an issue.

Another set of parents noted:

[Mum]: It’s identifying good carers.

[Dad]: That’s also people you trust…And she’s big and strong.

Later in the interview the same whānau noted:

[Dad]: Even if someone said, ‘hey, there’s the centre who does caring’, I’m not going to send her there, hell no. She’s a young girl, they all get abused.

[Mum]: You can’t be sure, yep. She’s got no voice.  

In reference to similar fears, word of mouth or rumours also create trust issues with some whānau. One recalled a story of abuse occurring in a respite service in another district as a reason for not using respite in MidCentral. Another whānau noted, when asked if there was anything they wanted to change about supports:

Respite that is safe for your child to go to.

In another situation a person suggested (paraphrased by interviewer):

Can't access carers respite – don’t trust agencies after previous poor experiences.

Most whānau were more concerned that if they had to use another person to provide support, even for a short time, then that person would have to be someone they knew and trusted, such as another whānau member or friend:

Trust is a big issue with him – doesn't enjoy being with older sisters, [however, it] has to be with known people.

I am able to use someone I trust … being able to pay someone who the boys know – very important due to anxieties.

[I] use family, not strangers… relates best to family.

If my sister didn't do it, I wouldn't know where to look or who to trust.

Before I couldn't use it [funding] for his sister. It is important he goes to sister and family – he would prefer to go to family members. Hardly used it before because we couldn't use it like that.

I can use mum and brother – they know my son on a personal level – we trust each other.

When asked, ‘if anything were possible, what are some things you would like to achieve, start doing, or do more of’, one whānau said:

Get a nanny. Someone to take my daughter out. I have younger kids. Someone we could trust and not have to worry about her going out.

In responding to the same question another whānau member stated she would like to find employment, however: 

If I was working full-time, I would need to know my son is looked after. At the moment I can't do this, as I don't have people I can trust to do this.

When asked if there were barriers to finding employment, another whānau member noted (paraphrased by interviewer):

Don’t trust people with [my] child – [work] has to be around school hours.

Trust was raised in discussions with whānau, who supported at least one disabled person in their own home, in at least 17 percent of surveys. Trust does appear to be an impediment to finding support workers who are not already known to the whānau.  Issues with turnover of paid supports is also an important consideration as establishing rapport and trust with new carers is not necessarily an easy process.  The more paid support workers are involved with a disabled person the more likely an issue with a support worker will arise at some point. Hearing first or second hand of issues with support workers in other places can also create scenarios where whānau are less likely to use external supports. This can result in a reluctance to search for, or consider, paid supports who are not already known to the person or whānau.

23. Visual representation and conclusions
There were five groups who were the focus of this analysis. The overall sample of 152 whānau provided a reasonable response to service satisfaction across most questions. The main point of difference was an indication that whānau, who were not supporting a disabled person in their own home, had a reduced sense of control of the services that were provided. This result is consistent with the disabled persons survey that suggested people with very high needs and people who lived in community residential homes were more likely to have a proxy respondent (such as whānau) who believed they have poor choice and control of their lives and their services.

Whānau who did not support people in their own home were generally more satisfied with services overall and were more satisfied with their own sense of wellbeing than whānau who did support at least one disabled person in their own home.

For those whānau who were supporting at least one disabled person in their own home, two conflicting sets of results occurred dependent on whether or not they were satisfied with services overall.

45 Percent of whānau who were supporting at least one disabled person in their own home were less than satisfied overall with the support provided for their family member. This result was mirrored in all other questions concerning service satisfaction for this group of people.
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Whānau who were supporting at least one disabled person in their own home and who were less than satisfied with services overall

Not only were this group less satisfied with support services overall, but they also indicated greater stress in their lives. This was indicated through: 

· their own perceptions of subjective wellbeing 

· their view that they had very little time in their lives for themselves or other family members (or friends)

· the view that they had insufficient funding and support 

· the reality that they could not often find paid carers who were not other whānau or friends 

· the perception that services were siloed and rule driven 

· the view that services did little to assist them (and the disabled person) to be connected with their community.

This baseline survey suggests a complex set of variables (or factors) that influenced perceptions of wellbeing and of service satisfaction. Most important were consideration for whānau, who were unpaid carers, many of whom provided indications they were having difficulties coping with their caring responsibilities.
24.  What now

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

25. Glossary of abbreviations and terms
	ASD

	Autism spectrum disorder


	DSS 

Enable NASC

	Disability Support Services

Enable was the NASC in MidCentral area (the only area it is the NASC) before the implementation of Mana Whaikaha.


	EGL

	Enabling Good Lives


	IF

	Individualised funding


	Learning disability

	This is the term preferred by People First rather than ‘intellectual disability’.


	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 DHB area is Enable NZ.


	ORS

	Ongoing Resource Scheme (MOE)


	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


	Stakeholders 

	Includes Government Ministries, NGO and governmental organisations associated with disability, providers, DPOs and national family organisations


	SWB 

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

	Universal services

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


	VHN

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

	WMW

	Wilcoxon Mann-Whitney test for non-parametric statistics
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There are few differences in terms general characteristics (age, gender, ethnicity, marital status) between the two groups. However, there were differences in terms how many people were unemployed, with higher numbers for people who were less satisfied with services overall (based on question 22).  Other differences between the two groups are noted in � REF _Ref13318521 \h  \* MERGEFORMAT ��Table 4� below.
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� For information about Mana Whaikaha and the MidCentral area trial, 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.


� Also see Glossary of abbreviations and terms, page � PAGEREF _Ref16252499 \h ��76�


� https://www.health.govt.nz/your-health/services-and-support/disability-services/getting-support-disability/am-i-eligible-ministry-funded-support-services.


� The remainder (6 percent) were unclear or had multiple people with disabilities in the same home.


� The proportion of children and young people in the disabled person survey was 22 percent.


� Only 136 people offered clear responses with regard to their relationship with the person.


� Four people did not give enough information to slot them into either of these groups.


� Three of these had a mix of disabled young people (under 18 years of age) and adults who were supported through DSS funding and two included more than one disabled adult.


� Two included a mix of disabled young people and adults, and one included more than one disabled adult.


� Including 3 children and young people only, two with adults only and two with adult(s) and children and young people.


� Including 6 children and young people only, one with adults only and two with adults(s) and children or young people.


� These figures are based on each person associated with a whānau or guardian who were chosen at random from the Enable client data base. Information about people in the household (with or without disabilities) and presented in � REF _Ref13318521 \h  \* MERGEFORMAT ��Table 4� was gathered from the survey itself.


� The Cantril Ladder is a simple SWB indicator that is used internationally. Gallup World Poll (Bjørnskov, C. 2010. How Comparable are the Gallup World Poll Life Satisfaction Data? Journal of Happiness Studies, 11 (1), 41-60.


� WMW=4.5, p<0.001, df=95, diff in mean=1.7, t=5.2, p<0.001.


� WMW=4.1, p<0.001, df=94, diff in mean=1.7, t=4.0, p<0.001.


� WMW=4.0, p<0.001, df=103, diff in mean=0.7, t=4.8, p<0.001.


� WMW=2.8, p<0.01, df=76, diff in mean=0.6, t=3.1, p<0.001.


� It was interesting to note that the majority of whānau and guardians, regardless of where the disabled person lived, were parents (72 percent of each group).


� WMW=5.0, p<0.001, df=54, diff in mean=1.2, t=5.2.


� WMW=8.1, p<0.001.


� WMW=3.4, p<0.001, df=165, diff in mean=1.0, t=3.4, p<0.001.


� WMW=2.1, p<0.02, df=77, diff in mean=0.38.


� This question was not asked of whānau who were not supporting at least one disabled person in their own home so no comparison between those who were and those who were not supporting a person at home was possible.


� As will be discussed again in the following sections.


� Appears to be based on the $76 per day subsidy payment (for 8 hours).


� The open-ended questions were either answered by the whānau directly (by writing on the form themselves) or responses were written down by the interviewer who then checked the response with the person. In both cases, responses can appear abbreviated as a result.


� WMW=2.1, p<0.02, df=77, diff in mean=0.38.





� WMW=3.9, p<0.001, df=91, diff in mean=1.1, t=4.6, p<0.001.


� WMW=3.3, p<0.001, df=175, diff in mean=1.1, t=3.4, p<0.001.


� Note: 67 percent of all people completing the whānau survey lived with a partner/spouse who may or may not be employed.


� 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�). The median annual income (regular recurring) for the North Island (excluding Auckland and Wellington) was $68,600 as of June 2017 (average $84,115) � HYPERLINK "https://www.stats.govt.nz/information-releases/household-income-and-housing-cost-statistics-year-ended-june-2017" �https://www.stats.govt.nz/information-releases/household-income-and-housing-cost-statistics-year-ended-june-2017�. 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�.


� Note – some comments were written by the respondents themselves and can appear abbreviated.


� 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�.


� N=22 Maori whanau, and n=118 NZ European.  Eleven people identified as neither Māori or NZ European (7 percent) and one person did not respond to this question.


� Whānau who do and do not support disabled people in their own home, WMW=2.8,  p<0.001, diff in mean=0.4, student t statistic p<0.01.


� Four people gave unclear responses and were not included in either for the subgroups.


� Whānau who do and do not support disabled people in their own home, WMW=4.0,  p<0.001, diff in mean=1.3.


� Whānau who do and do not support disabled people in their own home, WMW=2.2,  p<0.025, diff in mean=0.6.





� Question 22: “Overall supports for my family member work well”.


� WMW=8.7, p<0.001.


� Defined as statements that directly referred to getting break, relief, respite or time away from supporting a disabled person. Can be referred to as ‘giving me time to…’ do a certain activity or similar or providing time to spend with others (ie, a spouse or other children in the family).


� Defined specifically with reference to the word “happy” in the context of the disabled person being supported.


� Defined in direct reference to staff or support workers (paid employees) being “good”, “caring”, “nice”, “trustworthy”, “excellent”, “great”.


� Non-responses include (1) no written comment for both questions, or (2) a statement suggesting everything is fine/good and therefore no dislikes or suggested changes.


� Also, statements such as we “need more”, or simply “more”, or “insufficient”.


� WMW=4.1, p<0.001, df=187, diff in mean=1.4, t=4.0, p<0.001.


� Nine people (27 percent) referred to using whānau or friends for carer support days during interviews.


� For more discussion on the issue of trust, refer to section � REF _Ref13248144 \r \h ��22� of the whānau and guardian survey sections.


� WMW=6.3, p<0.001, df=140, diff in mean=1.6, t=7.3, p<0.001.


� WMW=3.0, p<0.01, df=41, diff in mean=0.9, t=2.9, p<0.01.


� WMW=3.1, p<0.001, df=143, diff in mean=0.9, t=3.0, p<0.01.


� WMW=2.5, p<0.01, df=42, diff in mean=0.9, t=2.6, p<0.01.


� WMW=2.4, p<0.01, df=180, diff in mean=0.8, t=2.4, p<0.01.


� WMW=2.5, p<0.01, df=65, diff in mean=0.8, t=2.9, p<0.01.


� WMW=4.0, p<0.001, df=65, diff in mean=1.3, t=4.6, p<0.001.


� WMW=1.8, p<0.038, df=107 i.e. not significant, diff in mean=0.3, t=2.0, p<0.024.


� WMW=3.9, p<0.001, df=82, diff in mean=0.7, t=4.1, p<0.001.
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