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Executive summary

Like governments worldwide, New Zealand has concerns about the future provision of long term care. Deinstitutionalisation for younger people, and 'ageing-in-place' initiatives supporting older people in their own homes, have increased the need for family members to provide support. However, the New Zealand government has now started to address the needs of carers by launching a Carers' Strategy and first Five-year Action Plan, and introducing the right to request flexible working arrangements for people with caring responsibilities. This article presents empirical evidence from telephone interviews with 300 carers conducted between December 2007 and August 2008. Data were collected using two well validated scales: Centre for Epidemiologic Short Depression (CES-D10) and Caregivers Reaction Assessment (CRA). Carers were also asked open-ended questions regarding support they received and additional help they needed.

Analysis of the two scales, CES-D10 and CRA, showed a significant correlation (p=<0.001). Carers between 30 and 59 years had the three highest stress and depression scores. The condition of the care-recipient appeared consequential, in the sense that carers of people with certain conditions (e.g. ADHD and autism) scored highly on both CES-D10 and CRA, indicative of high levels of both depression and stress.

Carers commonly discussed the adverse effects of caregiving on identity, lifestyle, health and financial situation. Lack of information and appropriate assistance from government agencies was also a concern. Respite care was frequently singled out as inadequate. Combining work and care was difficult with part-time work the only option, though seldom within a carer's chosen field and usually at lower pay.

Overall, findings show New Zealand carers experience similar difficulties faced by carers in other countries. Unpaid carers are an essential part of our health and social care systems, not only providing physical and emotional support, but also saving the government large amounts of money. If the government wishes to successfully pursue initiatives like ageing-in-place, more resources are needed to adequately support carers. At present, this important sector of the population is undervalued and under provided for.
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Chapter I: Introduction
1 
Introduction
Governments worldwide are facing the challenges of ageing populations.  In Europe, for example, a report (Eurostat, 2008) predicts that the share of the population aged 65 years and over will rise from 17 % in 2008 to 30% in 2060, by which time one in three Europeans will be aged over 65.  New Zealand is no exception to population ageing.  Demographic projections indicate that the population age structure will change significantly and there will be increased numbers of older people (2006, Dunstan and Thomson, 2006), with less people to support them.  Furthermore, New Zealand has a sparse population (4.2 million) living in widely diverse areas of a country which is only half the size of England (268,680 km² and 130,395 km² respectively). The many rural areas in New Zealand present health and social care workforce particular challenges in comparison with more densely populated countries.  

New Zealand, like many other governments, has concerns about long term care, the future demand for informal care for chronically sick, disabled and older people and/or the likely supply of informal or family carers (carers) to take on these roles.  Deinstitutionalisation for younger people and policies such as ‘ageing in place’, which promote initiatives whereby older people are supported to live in their own homes, have the potential to further increase the need for close relatives, family members and friends to provide care and support in the community.  The likelihood is, therefore, that the demand for family and friends to care, alongside or instead of statutory service providers will increase in the coming decades.   In New Zealand, there are signs that this trend is already under way.  

Since 2001, the number of people in New Zealand with caregiving responsibilities (for people of all ages) has increased by approximately 50,000 (Renwick, 2008).  The total number of New Zealand carers is now estimated to be 420,000  (Ministry of Social Development, 2008), which equates to 10% per cent of the population.  This ratio of the population is similar to the USA (10%) (Polivka, 2005), England (11%) (Oyebode, 2003, Bucknell and Yeandle, 2005) and Australia (12%) (Access Economics Pty Limited, 2005). 

Caregiving is known to be one of the most stressful social situations (Dulmus and Rapp-Paglicci, 2005).  Governments have responded by introducing specific legislation targeting people with caregiving responsibilities.  For example, England has introduced three Acts of Parliament specifically for carers since 1995, legislation that has incrementally strengthened carers’ rights to an assessment of their own needs.  A number of states in Australia have also implemented carers’ legislation.  In 2008, the New Zealand government launched two initiatives which aim to assist carers:

(i) 
The Carers’ Strategy and its first five year Action Plan (Ministry of Social Development, 2008), endorsed by four governmental departments, has five objectives: provide information; protect the health and well being of carers; enable carers to take a break; provide financial support for carers; and provide training and pathways to employment for carers.  The new Strategy is an important step forward for carers, especially as just three years earlier, in 2005, the Complex Carers Group (Bray et al., 2005) found serious shortcomings in four areas: assessment of carers’ needs; service co-ordination; crisis planning; and resourcing, training and flexibility of Needs Assessment Service Coordination Services (NASC). 

(ii) 
A new Act introduced in July 2008 by the Department of Labour called the Flexible Working Arrangements (Employment Relations Amendment 2007) Act gives employees with caring  responsibilities a statutory right to request flexible working arrangements (Department of Labour, 2008).

The evidence base on issues relating to carers and caregiving in New Zealand is small in comparison with other countries.  What evidence there is indicates that carers in New Zealand experience similar problems and disadvantages.  For example, carers have reported experiencing adverse impacts on their own health  (Koopman-Boyden and Wells, 1979) and long-term financial disadvantage (especially for women), such as loss of savings and/or income (Belgrave and Brown, 1997).  However, strong support networks for the carer can produce many benefits that can counter the disadvantages, including diminishing the likelihood of older people entering residential care and decreasing carer stress among all ages 
 ADDIN EN.CITE 
(Bear, 1990, Keeling, 2001, Boaz and Muller, 1994)
.
The aim of this study ‘Experiences of informal carers in New Zealand’ was to highlight areas where carers’ support needs were not being met and how these could be effectively addressed. The findings are both timely and significant; they provide a valuable contribution to the research literature and usefully inform further policy measures for carers.  The following two sections describe the research design, data collection methods and analytic techniques, and information about the study sample, respectively.  This leads into a report of the four key themes that emerged from the interviews with carers. The article concludes with a discussion of the findings in the light of New Zealand policy and practice for carers.  

Chapter II: Data gathering

2 
Data gathering
The aim of this study ‘Experiences of informal carers in New Zealand’ was to highlight areas where carers’ support needs were not being met and how these could be effectively addressed.
2.1 
Sample and data collection
Carers were invited to participate through invitations in newsletters and publications associated with carers and/or people with disabilities and illnesses. The invitational letter outlined the study and asked interested carers to respond via e-mail or toll free telephone number. Criteria for entry to the study were people who identified themselves as a carer and looked after a person with illness or disability (care recipient) on an unpaid basis, apart from receipt of the government carers’ benefit from Work and Income New Zealand (WINZ). There were no criteria in relation to:  the amount of time spent with the care recipient; the age of the carer; or the age of the care recipient.  A total of 300 carers offered to participate within the recruitment period.
2.2 Data collection
Data collection was between December 2007 and August 2008. Data were collected by telephone interviews using open ended questions and two well validated scales. First, Center for Epidemiologic Studies Short Depression (CES-D 10) which consisted of 10 questions ranked from 0 ‘rarely or none of the time’ to 3 ‘all of the time.’ (Andresen et al., 1994, Radloff, 1977). The CES-D10 was scored from 0 to 30, with scores 10 or greater considered to have depressive symptoms (Stanford Patient Education Research Center).  
Secondly, the Caregivers Reaction Assessment (CRA) which consisted of 24 items divided by five subscales: schedule disruption, financial difficulties, family support, health problems, and self-esteem. The CRA examined both the positive and negative aspects of caregiving and each question was answered on the Likert scale of 1 ‘strongly disagree’ to 5 ‘strongly agree’ (Given et al., 1992, Nijboer et al., 1999). The CRA was scored from 0 to 120 with the higher scores relating to higher levels of carer stress.  
For clarity and ease of reading the CES-D 10 scale will be referred to as the depression scale and the CRA scale will be referred to as the stress scale.

The open ended questions asked what support the carer was receiving to assist with their caregiving duties, and if there was anything which they could suggest which would assist them. 

The study was approved by The University of Auckland Human Participants Ethics Committee on 17.12.07.  Reference Number 2007/ 416.
Chapter III: Findings

3 
Findings
The findings from the study are reported under three headings: profile of study participants, results of depression and stress scales, and themes emerging from open ended questions.
3.1 
Profile of study participants

Participants lived in each of New Zealand’s 21 District Health Board regions, but have been grouped into nine districts (Figure 1).  
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Figure 1. Participants' districts
There were no criteria for the amount of time spent with the care recipient, however all participants contributed at least 4 hours of caregiving per day.  As seen in Table 1, over three-quarters (81%) of the carers) were female, and carers were supporting 332 care recipients.  The mean age of the carers was 55 years, and 31% were between 50 to 59 years. The majority (91%) lived in the same house as the care recipient, supporting people within two age groups, 19 and under (25%) and 70 to 89 years (29%). Fifteen percent of carers were looking after two or more care recipients. The most common condition of the care recipient aged 20 years and over was dementia (19%) while for the younger age group it was behavioural disorders (9%) such as autism, attention deficit disorders (ADD or ADHD), and Asperger’s syndrome.

The sample was compared to the National 2006 Census figures (Renwick, 2008) to ensure it was similar in structure to the New Zealand population of carers as a whole. Table 1 demonstrates the similarities with the major difference being the higher female proportion (81%) in the study compared to 63% in the Census.

Table 1: Baseline characteristics of participants
	Gender
	Female
	242 (81%)
	Male
	58 (19%)

	Ages
	Carers (n=300)
	Care-recipients (n=332)

	0-19
	2   (0.6%)
	83 (25%)

	20-29
	2   (0.6%)
	48 (14%)

	30-49
	86 (29%)
	23 (7%)

	50-59
	93 (31%)
	19 (6%)

	60-69
	67 (22%)
	51 (15%)

	70-89
	50 (17%)
	97 (29%)

	90+
	0
	11 (3%)

	Mean age
	55 (SD 13)
	48 (SD 29)

	Carer’s relationship to care recipient


	Mother

Daughter

Female partner


	110 (37%)

  63 (21%)

  61 (20%)
	Male partner

Son

Father

Other (Grandmother, friend, sister)
	42 (14%)

  9 (3%)

  3 (1%)

12 (4%)

	Illness or disability of the care recipient

	Children aged 19 and under (n=83)
	Adults over 19 years (n=249)

	Behavioural disorders

Other neurological disorders

Developmental disorders

Intellectual disorders

Other
	30 (9%)

17 (5%)

12 (4%)

10 (3%)

14 (4%)
	Dementia

Other Neurological

Stroke

Cardiac

Other
	64 (19%)

62 (19%)

44 (13%)

20 (  6%)

59 (18%)

	Comparison of participants with National Census data

	Carers
	National Census data (2006)
	Participants in this study
(2008)

	Carers aged 35-59
	55%
	54%

	Carers aged 15-65
	80%
	75%

	Living in Auckland
	32%
	28%

	People of European descent
	81%
	85%

	Female
	63%
	81%


Percentages may not add to 100 due 
3.2 Results of the Stress and Depression Scales 
The advantage of the stress scale used was that it tested for both the positive and negative aspects of caregiving, thus giving a better indication of how the carer was coping.  The scale was completed by 285 (95%) carers, with a mean
 of 72.78 (standard deviation
, [SD] 12.4) from a total score of 120.  (The higher the scores the more indication of a person’s or group’s stress). This study has taken a score on the scale of 70 or above as indicative of carer stress.
Figure 2 demonstrates that carers between ages 30 to 59 looking after children and adults under 30 years have the highest number of people with stress scores 70 and over.  This age group of carers made up 60% of the total sample and the age group of care recipients made up 39% of the total number.
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Figure 2. Examination of the number of carers in relation to their ages and those of the care recipients and stress scores 70 or above
When studying the groups from their relationship with their care recipient it was found that fathers and sons had the highest mean stress scores at 87 and 79.6, respectively; however, their group numbers were very small (3 and 9 respectively). Mothers and daughters were next highest at a mean of 75.1 and 74.1 respectively.  It is worthy of note that the spread of scores (SD) were greatest for the ‘son’ and ‘other’ groups indicating that there were outlying scores which would have affected the mean scores (Figure 3). 
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Figure 3. Mean stress scores for groups of carers
Each age group was examined individually to see which had the higher stress scores.  The 50-59 years age group had the highest mean score (77.3), followed by the 40-49 years age group (75). Nearly three quarters of carers within the three age groups of 30 to 59 had stress scores of 70 and above (Figure 4).
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Figure 4. Mean stress scores of carer groups
The depression scale was an indication of depressive illness (depression) and was completed by 281 (94%) of carers and showed a mean depression score of 12.12 (SD 6.0).  A score of 10 or over on this scale is indicative of depression. 

The mean depression score for the mothers’ group was the highest at 13.3 (SD 5.8), followed by the daughters at 12.6 (SD 7.1).  Interestingly, none of the male groups of carers showed mean scores which would indicate depression, with the highest being the male partner at 9.9.  The ‘other’ group of grandmothers, sisters or friends however, did indicate a higher level of depression.  The spread of the scores (SD) was similar for all groups, except for the father (Figure 5). 
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Figure 5. The mean depression score and standard deviation for the carer groups
The groups were compared for their stress and depression scores which follow in Figures 6-8. However, in order to obtain a picture for comparison of the two scales on the one graph, the stress scores have been divided by 10.
Figure 6 illustrates that the carers aged between, 30–39 have the highest mean depression scores whereas carers in the 50-59 age group have the highest stress mean score.  The groups with the lowest stress and depression scores were the 0-29 and the 70-79 age groups (Figure 6).
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Figure 6. A comparison of stress and depression mean scores within age groups
The grouping by relationship to care recipient also does not appear to have similar stress and depression scores.  Interestingly the mother and daughter groups have the highest depression scores while the father and son appear to have the highest stress scores (Figure 7).
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Note stress scores have been divided by 10 to allow for comparisons
Figure 7. A comparison of stress and depression mean scores within carers' groups
The care recipients’ conditions where the carers’ mean stress and depression scores appeared highest were the childhood conditions such as ADD or ADHD, autism, and brain injuries in both children and adults (Figure 8).
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Note: stress scores have been divided by 10 to allow comparisons
Figure 8. A comparison of stress and depression mean scores with care recipients' illness/disabilities
3.2.1 Overall impressions from the scales

The two scales, stress and depression, showed a significant correlation (p=<0.001) as seen in Table 2, with carers between 30 and 59 years having the three highest mean stress and depression indication scores.  The condition of the care recipient appeared consequential, in the sense that carers of people with particular conditions (e.g. ADD and autism) scored highly on both depression and stress scales, indicative of high depression and stress.  Table 2 shows these results with standard deviations.
Table 2. Carers' depression and stress means and standard deviations by relationship, age groups and condition of care-recipient

	Relationship to care-recipient
	Mother
	Female partner
	Daughter
	Male partner
	Son
	Father
	Other1

	Depression
	13.3 

(5.8)
	10.5 

(5.6)
	12.6 

(7.1)
	9.9 

(5.3)
	6.0 

(7.6)
	8.0 

(0)
	12.6 

(6.5)

	Stress
	75.1 (10.3)
	70.6 (12.7)
	74.1 (14.1)
	67.0

 (10.9)
	79.6 (15.9)
	87.0 

(0)
	70.6 

(15.6)

	

	Carers’

Ages
	0-29
	30-39
	40-49
	50-59
	60-69
	70-79
	80+

	Depression
	9.0 

(4.5)
	14.2 

(5.6)
	13.1 

(4.9)
	12.9 

(7.0)
	11.4 

(5,8)
	8.9 

(5.1)
	11.4

 (6.4)

	Stress
	66.0 

(5.3)
	73.4 (10.7)
	75.0 (10.6)
	77.3 (12.9)
	71.5 (12.9)
	64.4

 (9.0)
	63.2 

(8.9)

	

	Care-recipients’

conditions
	ADHD
	Autism
	Brain injury
	Developmental 
	Dementia
	Schizo-

phrenia
	Cardiac



	Depression
	15.5

(5.0)
	15.1

(6.7)
	14.8

(7.7)
	13.3

(5.1)
	11.7

(6.4)
	9.9

(3.6)
	9.8

(6.3)

	Stress
	81.7

(4.1)
	80.5

(10.3)
	74.3

(14)
	73.9

(10.2)
	72.4

(14.2)
	71.0

(11.0)
	70.7

(12.7)

	

	Scales
	Total Mean

	Stress           (n=285)
	72.78  (SD 12.4)

	Depression  (n=281)
	12.12  (SD 6.0)


1Grandmother,sister,friend. 
Numbers in brackets are standard deviations (SD.) 
3.2.2 Summary of carers’ depression and stress 

Carer stress and depression are major worries for carers and their families.  This was affecting not only the carers, but their relationships with other family members, such as a spouse or partner, and also the care-recipient.  Carer stress and depression was caused by a multitude of factors including: lack of sleep, gross financial worries, no appropriate respite, lack of friends or people to talk to about common interests, lack of time, too many responsibilities, lack of information to help them cope, no ability to return to the work force, and no change within the foreseeable future.
Two thirds of the carers suffered from depression and 85% indicated some stress with 59% showing moderate to severe stress. 
Looking at the carers’ age groups the 50 to 59 age group were the most stressed followed by the 40 to 49 group.  The 30 to 39 age group were the most depressed. 

Over all the age groups carers who were in the age groups of 30 to 59 were the most stressed with three quarter of the carers with high stress scores.  When examining the ages of the care-recipients and their interaction with the carers it was also carers in the 30 to 59 age group who were looking after children and younger adults (ages 0 to 29) who were rated as the most stressed out of the age groups.   
Fathers and sons showed the highest stress levels, but no depression while mothers and daughters were not only stressed but significantly depressed.

When comparing the diagnosis of the care-recipients and carer stress and depression, the carer was most stressed and also most depressed when caring for people with a diagnosis of ADD, ADHD and autism.  
3.3 Themes emerging from open ended questions

The most common themes from the interviews will be discussed using direct quotes under four headings: (i) Impact of caregiving on the carer, (ii) Service provision and respite, (iii) Participation in employment and schooling, and (iv) Information.

3.3.1 The impact of caregiving on the carer

Many carers spent a major part of their lives supporting another person, with subsequent adverse impacts on identity, lifestyle, health and finances.    Most carers described themselves as looking after the care recipient “24/7.”  Few carers made the choice to take on the caring role, but for most there was no other choice and they accepted “the cards I have been dealt.” These carers felt duty-bound to care, reflecting family obligations and responsibilities. The responsibilities are huge and many felt there was no time for themselves, or their own needs or interests, with a subsequent loss of freedom. A female partner (C 93) and a daughter of an older person (C2) commented:

We don’t get any recognition for our work. We find it difficult and frustrating; we have put lots of routines in place. We feel undermined. For us it is a lifetime thing; we can’t walk away like anyone else (Carer (C) 93). 

People who are caring for people with high level healthcare and multiple issues should be viewed as the client in their own right so that they have a support system for themselves.  
I felt dehumanised, used and abused. Where the onus is lifetime, the carer needs to be monitored (C 2).
Carers talked about the inability to go out, the loss of the partner to talk to (in the case of the care recipient with dementia), a feeling of isolation, loneliness, continual stress from their multiple roles and depression. A mother of a disabled child said:

For me it is more the emotional support that I need. The emotional toll I find is a rollercoaster. The doctor said that I was depressed because I couldn’t make a decision. I don’t really know what depression is actually. I just stopped functioning. I was out of my mind. We have no family here. I ended up in hospital and my daughter had to come too (C56).

Coping strategies were mentioned, such as studying, which gave carers another focus and allowed them to look to the future, a job for later on. While this worked for one carer, it did not work for others who felt they did not have the mental energy to further their education so gave up.  Collectively, carers did whatever they could to establish and maintain an acceptable lifestyle.  They used a range of strategies to gain the best possible living situation and, where possible, configuration of support.  Three carers share their strategies:

 I get away once a month when a friend comes in to look after mother; I go window shopping; it relaxes my mind (C 84);

I’ve got no free space at home at all.  Loved the drives in the car with my work because there I had my own space (C 208); and

Well, I am studying from home, doing a diploma in counselling. It took me 12 months to get adjusted to studying though (C 250).
There was an acute lack of awareness from others of the roles of carers, particularly by friends and those not intimately involved with the family.  For example, at the diagnosis stage, carers tended to report a good deal of support from family and friends, but over time this dissipated.  Many people did not, or could not, have family support.  Other siblings were seen as suffering because of lack of normal attention due to the increased requirements of the care recipient.  In these situations there was a lot of responsibility placed on other siblings, or children with parents with support needs.  Having dependent children was reported as being isolating for the carer because they couldn’t go out together as a family, not even to church, or community groups.  Some male carers noted that it was particularly hard for them looking after a female; they felt people judged them as not being capable of those duties.  One male partner said:

It is very hard for a man to look after a woman. The ones who were strong and healthy are now bursting into tears. It’s cruel, old people looking after old people. The worst thing is the paperwork. A lot of people don’t have the physical or emotional strength to do it (C 44).
Two-thirds (66%) of the carers stated they had experienced moderate to severe financial difficulties since becoming a carer and could not afford leisure activities or holidays.  The extra costs of caregiving, such as special foods and medications, incontinence products (not always funded), extra heating, petrol, and hot water,  all proved difficult, with some people taking out mortgages to help pay for necessities. 

A newspaper report (Weekend Herald October 11 2008 page B1) highlighted eight families who were struggling to obtain more financial assistance and recognition for family members in order to provide the care and support they needed.  They took their case to the Auckland Human Rights Review Tribunal, but are still awaiting the Tribunal’s decision. One parent talked about the shutting down of institutions, care in the community and residential homes which have been set up, but then asked why parents who still look after their children at home are not recognised, either financially or otherwise.
A carer, by way of explaining the impact that caregiving had on her and how she coped with it shared the following story. “Welcome to Holland” is about caregiving, which explains the intangible things well. This story (abbreviated) is by Emily Kinsley.

I am often asked to describe the experience of raising a child with a disability – to try to help people who have not shared that unique experience to understand it, to imagine how it would feel. It’s like this: When you’re going to have a baby, it’s like you’re planning a vacation to Italy. You’re all excited...get a bunch of guidebooks, learn new phrases, pack your bags, head for the airport and take off for Italy. Only when you land, your stewardess announces, “welcome to Holland.”...She says “there has been a change of plans and you must stay here.” You don’t know anything about Holland,... and don’t want to stay or learn anything about Holland. But you stay and start to learn about Holland and meet the people. The important thing is that you are not in a filthy slum, ...just a different place...with a slower pace. After a while you discover windmills and tulips. However, everyone you know is coming and going from Italy...and for the rest of your life you will say “yes that is where I planned to go.”  The pain because of the loss of that dream, the loss of that plan, is a very very significant loss. But if you spend your life mourning the fact that you didn’t get to Italy, you will never be free to enjoy the very special and lovely things about Holland.

3.3.2 Service provision and respite

There was a multitude of agencies, associations, and institutions supporting carers and people with disabilities and illnesses.  Carers in general were most appreciative of the voluntary associations, such as Carers New Zealand, the Alzheimer’s Association and others, but the support provided by government agencies they felt was much less satisfactory.  Work and Income New Zealand (WINZ) provided a payment of approximately NZ$270 (UK£108) to eligible carers to assist with their living and housing needs, however, the bureaucracy and paperwork that the carers and the care recipients had to deal with were taxing. A daughter commented:

Dealing with WINZ you have to go to them, no one will come to us. It is very difficult dragging mum in there for their very frequent assessments. We moved a while ago and they didn’t have the correct address in their computer so we had to revisit them several times before they got it all sorted out. They try hard, but need to be more adaptive (C1).
Child Youth and Family Services (SYFS) and the Ministry of Education were also criticised by carers for their lack of awareness of children’s’ needs, particularly in the school situation, as illustrated by a mother:

Even at school when the teacher’s aide is not there my son is sent home.  If he is naughty he is sent home. They don’t do that with normal children (C 287). 

Some families chose to home school their children due to the lack of perceived appropriate supervision and support within the schools.  The carers reported that no agencies took a holistic approach, resulting in fragmented or disjointed service provision.   A mother comments: 

I am doing the service coordination; it was traumatic, that is why I am doing it. It disempowered us. I asked for the opportunity for our family to manage our child’s needs. It has taken 5 years. There were up to 19 agencies involved. I was trying to get them to recognise my children as a family unit not as individuals (C 34);

Respite care is designed to give the carer time away from their caregiving duties. These breaks were offered in a variety of ways, such as institutional care (usually residential care [nursing home]), in another person’s home, or in the home of the care recipient. Carers of younger people reported difficulties trying to find someone suitable to look after the care recipient.  A father said: 

I would like more options of care. It was suggested once that I put her in a rest [nursing] home for the weekend but that wouldn’t be acceptable for my daughter who is only 21(C148).

Another substantial problem with respite for younger people was the amount of money allowed for the respite (between NZ$69 and $89 [UK£26 to £33] per 24 hour period).  Some carers said they doubled the amount paid to the respite support worker by using half the allowable days. 

Carers of older people at times found it difficult to find a suitable residential care facility for respite, either because it was too far away, or beds were not available at suitable times.  A few people, however, said that respite was a “breath of heaven” and it allowed them to have time to themselves.  
Looking at the support carers were receiving overall, less than one per cent of carers of care recipients under the age of 65 were happy with the support they were receiving, in comparison with 4% of carers of care recipients 65 years and over.  

The following are two case studies illustrating carers’ experiences, which are self explanatory:
3.3.2.1 Case study 1

The following letter to authorities (2008) from the daughter of a carer describes her frustrations and suggestions. This letter is reproduced (abbreviated) with the kind permission of the writer:
My father is severely disabled with [multiple complications].  He presently lives at home with my mother who is his primary caregiver. We are very grateful for the support provided by the government through the Ageing in Place program which has enabled him to stay in his own home with his family... 
...The program assures us that there will be adequate support services for older people to assist with daily living and that support will be provided where and when needed. However I do not believe that there is currently adequate support which caters to the needs of the older adults. 
Although the caregivers we have had looking after my father have all been wonderful, caring and committed people, they do not seem to be able to adapt the care provided to particular needs of the client.  The Ageing in Place program seems to take a one size fits all approach in which the needs of all clients are identical. This is not the case in the real world.  For example, my father needs assistance in the morning for showering and dressing, and again in the night for undressing and being put to bed.  Because of the different ailments, my father presently takes 28 pills daily over the course of the day.   The timing of the ... medication is important ...so his last medication ...is taken at 9.30 pm, after which he goes to bed.  In order to meet the needs of my father, one would hope that the caregiver would come at 9.30 pm to assist my father getting ready for bed.   However, this is not to be. 
We have been advised ... who contract the caregivers to assist my father, that their last shift ends at 7.30 pm and they will not send any staff later than that time.  This means that the caregiver arrives at 7.30 pm (or earlier, depending on the caregiver's schedule that day), to undress my father and put on the ultra absorbent incontinence night diapers.  This creates significant difficulties because by 9.30 pm, his night time diaper will already be wet, and it only gets progressively worse throughout the night.  My mother is not capable of changing my father's diaper at night because of her [disabilities] and as a result, my father has very restless, sleepless and uncomfortable nights.   Furthermore, because the diaper has been used for twelve hours, it more often than not leaks, and my mother is inconvenienced with having to wash the soiled bed sheets every morning.  This hardly makes it easy to age in one's home. 
One of excuses used by ...[the agency] is that they are unable to find staff who are willing to work at night.  The caregivers are paid a nominal wage as it is and their wage is the same whether they work days or nights, week days or weekends.  I believe that this is a main reason why there is a chronic caregiver shortage on weekends and in the evenings. Why would anyone want to work late in the evening or on weekends if there is no additional compensation? 
...It is not realistic to think that the needs of older people can be conveniently fit into the times when caregivers are available.  Every case is different and the success of the Ageing in Place program depends on meeting the needs of all clients.  
...Elderly people do not necessarily go to bed at 7.30 pm.  In fact, that is the time when they often get social visits from family members who are working during the day. As a result, the way the Aging in Place program is being implemented directly contradicts and impairs some of its objectives...   
She wanted stressed that: 

(i) individuals have different needs and care has to be tailored to fit those needs; 
(ii) [paid] caregivers need to be paid better wages and also paid overtime to work on weekends and at night, so that [paid] caregivers can be more easily recruited to provide customised care.
Whereas wages are an important factor in the recruitment and retention of support workers, that is not the only incentive or factor.  Job satisfaction, labour market conditions, supervision, information and professional development have all been cited as indicative of recruitment and retention problems with support workers 
 ADDIN EN.CITE 
(Jorgensen et al., 2009, Brannon, 2007, Parsons et al., 2003)
. 

3.3.2.2  Case study 2.

This case study is from a father (carer) of a child with disabilities, from his letter to the Special Education Review. The letter was written in 2000, however he believes its points are still valid (the complete letter follows, with the kind permission of its author).
Dear Madam

I wish to make some submissions on the Special Education Review.
In this area I have had some worrying decisions made due to format and lack of input, as it isn’t generally allowed.  I know this can be rectified with the right documentation and implementation becoming a part of all applications.

i. That medical and doctors’ reports on high health needs be part of applications or an HFA [DHB] needs assessment be affixed.

ii. That teachers and principals who are in the front line, and know the child, be allowed to make a summarisation on the application.

iii. That a report from a duly authorised or specialised authority be considered, who has worked with the child, i.e. NZCCS, Child Cancer.

iv. Where early intervention has been used because of disabilities, then copies of IEPs and strategies are incorporated to show the needs and benefits achieved.

v. That local input is allowed as [District] only see the children for one hour, which does not give an overall picture.
vi. That total overall performance/achievement be addressed, not just a part, i.e. where a child fits into all categories: (i) mild mental retardation, (ii) physical disabilities, (iii) medical disabilities, and (iv) mental illness.
Then instead of Education saying it is a medical problem, not ours, as it does not come under eligibility, and Medical saying it is Education’s problem, so the child falls through the cracks.
This makes it hard on schools, teachers and parents also caregivers, because of pressures and frustrations at not being able to learn.  It is hard to comprehend how resources are wasted over them.  It is hard to watch a decline when early intervention from six months is used to progress so at the end they will be level with peers.  This went to 18 months ahead when starting school, but after five years at school without the help is now four years behind because of IQ levels and medical stoppages.  This girl did not qualify for ORSS hours as she could read, so therefore didn’t fit the square. The reason she could read was the amount of time in hospital and reading done by us as well.  She can read the words but does not understand the meanings or relate to them, but there is no test to see this area, this would have shown no concept of the relevance of the story told. I feel that the children in this area should be helped and not left on the pile to rot and parents left to wonder where the education comes from as they are not able to navigate the bureaucratic red tape because they don’t know where to start.
Our children are our future if we neglect them now, then we are guilty of neglect of our children and their lack of knowledge in the future.  The mainstreaming is ideal as we try to keep our children solid and not wrapped in cotton wool, but their peers need education so as not to ridicule them and destroy their self esteem.  As my daughter fell through the gap and I pushed the medical notes, the help has been put in place that was needed. I congratulate ... the Ministry of Education for their initiative in this as it has already shown a slight help and it will increase as learning develops.

In conclusion I would like to see other children in this situation helped under ORSS or High Needs.  Let the various departments worry about which departments’ purse it comes out of, but give the child the help now and save them from the cracks that they now fall through as their learning declines because the square won’t fit into the round circle.  In some of these cases it can be disastrous consequences that are not foreseen by verifiers who haven’t the medical knowledge to assess, therefore this means insufficient knowledge and input so as to make a sound judgement call in marginal cases.  This is where attachments of an HFA [DHB] needs assessment is of vital input and should be a definitive attachment.
Trusting that if you have any queries you will contact me for proof of medical files if you require and I will ensure they are released so it can help other children.

This last case is not unique; a report in the Weekend Herald August 30 2008 (page B6) reiterates the “run-around” and red tape and lack of funding provided to ensure children with special needs get the education they need.

3.3.3 Carers’ participation in employment and schooling 

Within the study there were 226 carers (75%) within the working age. Of that number the majority were mothers (45%), daughters (20%), female partners (14%) and male partners (8%).  However, only 10% of the study carers were in paid employment, with the majority of those being daughters.
The carer role was hard for people within the workforce, or those intending to go into a career.   Carers on the whole felt disadvantaged because they were not able to work to increase their incomes, or continue on the career pathway they had chosen prior to becoming a carer. Part-time employment was sometimes an option, however it was seldom within a carer’s chosen field of work and was usually at lower pay, to accommodate caregiving commitments.  Combining work with caregiving was difficult.  Some ‘carer-friendly’ employers were found to be understanding and allowed the carer time off work to take the care recipient to essential appointments.  Some allowed the carer to work part-time to fit in with school hours. However, this was not the general pattern.  
Work was “absolutely essential for my mental well-being and kept me sane” said one carer, and allowed her respite from the constancy of caring.  In the same vein extramural study for some was the respite they needed to keep them going and give them some hope for the future (future employment) when the need for caring was no longer there. 

Many carers described having to leave their employment in order to care, such as this mother (C69), and a partner of a person with cancer (C204):

She was in institutional care for 5 years prior to the facility closing down. They called me to see if I could take her. I had a very good job prior to looking after her full time. I felt obliged to do it. We tried to get somewhere else for her but there was none near where I live. It is full on (C 69).
We had a little nest egg which we thought would go towards our retirement, but that was all wiped out with the costs of his care and just frugal living and also me having to leave my full time employment to look after him.  We have no social life (C 204).
Others, such as this mother, described how they could not take part in paid work because there were no appropriate jobs available that would fit in with caregiving routines:

There is an issue also that I can’t work because there are no jobs which would allow me to work from 9.30 to 3, have school holidays off and also the days off when he can’t be at school because he is having a bad period. It is impossible (C223).
Most carers were in work which either had reduced hours or lower hourly pay than they received prior to becoming a carer.  Some carers felt there was no other option but to leave high salaried managerial positions to become full-time carers.  

A report from The Dominion Post newspaper’s 15th November 2007 (page D2) discussion on the roles of carers of people with dementia reported: “I do admit it was a sacrifice to give up my job lecturing in New Plymouth to be with Mum.”

Another issue is that of school-aged carers having frequent absences from school, or even having to leave education, or to undertake caring responsibilities, especially when paid support workers were unreliable. One child illustrated:

What I would like is someone whom I could rely on, well, not just one person because that would be too hard for them, but several people. Then I wouldn’t have to worry all the time when I am at school. Sometimes they call me on my cell phone to say the paid support worker can’t get there, so I have to miss school and come home (C10).
3.3.4 Information

Accessible, up-to-date, timely information is essential if carers are to access services and support to assist them in their caregiving role.  However, one of the striking similarities about the carers taking part in the study was the lack of information they received when first becoming a carer.  A total of 81% of the carers felt they could not find information to help them obtain support or funding, or to meet other people in similar situations.  A mother said: 

People should know about the carer’s benefit which I didn’t know about it for the first 16 years of caring for my children. When I found out and applied for some back pay they only let me have 6 months (C 277).
People found out information in segments. One agency, such as WINZ, would assist with benefits, while the health professionals all dealt with their segment of expertise and other people, such as voluntary agencies, would fill in bits and pieces of knowledge as it came to hand.  A sister complained:

I had no information about how to get help in the beginning and because her condition was rapidly deteriorating; when the help did arrive it was no longer suitable and we needed more help and so we lurched from crisis to crisis (C 200).
Language difficulties were mentioned in relation to health professionals, particularly when the care recipient was first diagnosed.  One Pacific carer said: 

We find it difficult to ask for help because of the language and not understanding properly, so we would usually just persevere rather than rely on a stranger (C 9).  

Carers supporting children and young people found if they did not have a definite diagnosis they were not eligible to access funding or information, particularly from the Education services.  One person had to support a child with ADHD for 12 years (because of the lack of a definite diagnosis) prior to gaining financial and other support from the Education Ministry.  Another carer illustrated the point by saying:

The process of caring is like a jigsaw puzzle with no picture or with pieces missing.  There is no one out there to tell me where to get help and I have no energy or time to ask (C 89).
Chapter 1V: Discussion
4 Discussion
There are, and will continue to be, increasingly fewer women available to provide “free” caregiving services, yet carers still receive far less policy and research attention than paid caregivers, even though they form a very important section of our health and social systems 
 ADDIN EN.CITE 
(van Exel et al., 2008, Polivka, 2005)
.  Similar to others, this study found that the carers’ situation imposed a complete, fundamental change in the lives of both the carer and the care recipient (Wiles, 2003). It impacts on the personal, emotional, social, and spatial experiences of both.  In most cases it is a 24 hour duty with few respite days or more particularly nights, and little recognition.  While most of the carers did not want the care recipient to enter long-term care, most wished for considerably more support to make caregiving easier and more manageable.  
In the case of carers supporting children and younger people, there were concerns about the future of the children as the child got older, with handling and placement difficulties when the carer was no longer available, issues that have also been  found in other studies (Carpinter and Irwin, 2000). For example, carers’ stress and anxiety due to the responsibilities, the isolation and alienation were noted by carers of people with schizophrenia in a 2006 report (M-TAG PTY Ltd, 2006). Carers in England  have identified a similar range of interventions and support to ensure their wellbeing, such as financial support, flexible services, information, advice, and recognition (Bucknell and Yeandle, 2005).  Information, stress management and coping strategies, and help with financial issues, were highest on the list of carers’ needs in a USA study (Yedidia and Tiedemann, 2008).  

Respite, while being readily available to most carers of older people, is less accessible  for carers of younger people.  Difficulties include inappropriate service provision, lack of suitable support workers and inadequate funding arrangements.   Being able to find work which would allow carers to have time off when necessary for their caregiving duties was a problem for some carers.  However the new flexible working amendment introduced in late 2008 may go some way to assisting carers.  

It is easy to see from this study that unpaid carers are an essential part of our health and social care systems.  Not only do they provide physical and emotional support, carers also save governments large amounts of money. Without carers, the USA and Australia would have to provide annually from US $275 to $300 billion and Australian $ 4.9 to $30.5 billion dollars respectively. (Polivka, 2005, Access Economics Pty Limited, 2005).  

The study identified huge needs in the carers’ sector (or, carer population), identifying that while New Zealand government initiatives prioritise de-institutionalisation and ageing-in-place, the resources are either not available within the community, or accessible to the carers to enable them to care for or be supported appropriately.  The majority of carers were in financial stress, lacking information, recognition, and had high levels of stress. Similar to the situation in Ireland, the implementation gap between government rhetoric and interactions on the ground is large (Power, 2008). Informal caregiving is the mainstay of our long-term care systems, yet there appears to be a contradiction between the value we place on our carers and what we provide to assist them, both in material and psychological support. This vulnerable sector of our population is undervalued, underrated and under provided for.  

While the government has started the process of helping carers with the Flexible Working Amendment and Carers’ Strategy, with ageing-in-place policies and deinstitutionalisation for younger people, it is now essential to give more realistic assistance and relief, such as respite, to carers.  It is imperative that issues be corrected before the burden of care becomes unsustainable. 

5 Recommendations to Funders and Policy Makers
1. More financial assistance

i. for respite care

ii. for daily living expenses

2. More support workers: 
i. who are trustworthy, 
ii. who allow more breaks in times of stress, 
iii. who can provide night relief, and
iv. who allow flexibility with home help 
3. Better respite opportunities both at home and residential care
4. The ability to combine paid work and caregiving duties easily, and workplace based information for employers and working carers as an early intervention measure
5. A one-stop-shop for carer-friendly information important to carers:

i. Sources of financial help and advice, 

ii. Where to find other support: physical, emotional and social

iii. Knowledge about the care recipient’s illness or disability 

iv. Enable carers to be in touch with others going through the same issues in ways that suit them (in person, online, through publications etc).
6. Education for carers, particularly at the initial stages of becoming a carer, so they can care safely, and consider their own wellbeing.
7. Positive recognition to the carers for their role and unpaid work.

8. Recognition for children and young people in caring roles, and information/support tailored to their ages and needs.
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� Mean is the average of the group of numbers


� Standard deviation is the spread of numbers around the mean. 
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