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• EXECUTIVE SUMMARY 

Informal care in the community is widely believed to be the best option for people 
who cannot manage on their own. The need for carers to support Western Health 
Board services is likely to increase in the future due to changing social and 
demographic trends. It is therefore important that the Western Health Board facilitate 
and support carers, and ensure that adequate care is provided. At present there is little 
information regarding the use of carers, the type of activities they undertake, and their 
needs. It was therefore felt that a comprehensive study of the level, extent and nature 
of carer assistance in the Western Health Board was necessary. It was also considered 
important that those receiving informal care be consulted to assess their levels of 
satisfaction with the quality of care they receive. Members of the public who were not 
carers were also asked about their attitudes to informal care and their preferences. 

A random (quota) sample of 500 households across Galway, Mayo and Roscommon 
was accessed to determine whether or not a carer resides there. Up to three interviews 
were held in each household; an interview with a carer, a person receiving care and a 
person who was not a carer. 

Results indicated that carers represent a substantial proportion of the Board' s 
population and make a huge contribution to the care of the physically and mentally ill 
and disabled. The majority of the people receiving care were elderly. Many carers 
devoted all their time to their caring role and were on-call 24 hours a day to help the 
person they look after. The carers were generally found to provide high quality long
term care. They experienced a range of negative physical, psychological, social and 
fmancial effects and received little practical, emotional and fmancial support. 
Financial support was the most important issue for the carers, followed by support 
groups and the provision of respite services. 

The people receiving informal care were extremely satisfied with the quality of care 
they received. However, many of them worried about the carer' s health and the cost 
of care. Members of the public who were not carers were found to have a positive 
attitude to informal care and believed that the home is the best place for an ill or 
disabled person. Most non-carers would choose informal care for themselves or a 
family member and many would be willing to provide care themselves. 

The following recommendations are made: 
• The Board should identify and monitor informal carers to establish the level of 

support required and training needs. This should be carried out by a health 
professional in the community. 

• People in receipt of informal care should have an opportunity to discuss their 
satisfaction with the arrangements and any concerns they may have. 

• The provision of respite and day care services, Home Helps and meals-on-wheels 
within the Board should be examined with a view to ensuring that informal carers 
can easily access the services required and take regular breaks. 

• Carers should be made aware of their entitlements. 
• The requirements for receipt of the carer's allowance should be reviewed. 
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1. INTRODUCTION 

In addition to the formal care services provided by the Western Health Board there are 
individuals who provide informal care for people in their own homes. Informal care in 
the community is widely believed to be the best option for people who cannot manage 
on their own. The United Nations Principles for Older Persons (1999) states that: 

"older persons should be able to reside at home for as long as possible ". 

The Irish National Health Strategy also states that one of the objectives of health and 
social services for older people is: 

"to encourage and support the care of older people in their own community by 
family, neighbours and voluntary bodies" (Department of Health, 1994). 

There is also evidence that the need for informal care will increase in the future due to 
increasing proportions of elderly and disabled people. Improvements in sanitation and 
health care in the western world have led to increases in life expectancy. Chronic 
conditions have replaced infectious diseases as the principal causes of death and 
medical advancements have resulted in improved survival rates and increased life 
expectancies for the severely disabled. The Irish population now consists of a higher 
proportion of elderly people than ever before and population projections indicate that 
this trend is likely to continue. There is expected to be an increase of 30% in the 
numbers of over 65s in Ireland between 1991 and 2011 and a relative growth in the 
elderly population from 11 % in 1991 to 14% in 2011. The numbers of elderly people 
aged over 80 years are expected to increase by up to two thirds (Fahey, 1995). 

Care of the elderly is a particular issue within the Western Health Board because this 
Board has a higher proportion of elderly people than in Ireland as a whole (14% as 
opposed to 11% aged over 65 years and 3% compared with 2% aged over 80 years) 
(Fahey, 1995). Projections indicate this trend is likely to continue and that by 2011 , 
17% of the population of the Western Health Board will be aged over 65 years and 
5% will be aged 80 years and over. These figures suggest that the counties of the 
Western Health Board are likely to continue to have a higher proportion of elderly 
than the rest ofIreland. 

In recent times there also has been a decrease in family sizes and an increase in 
female participation in the labour force (Fahey, 1995). The traditional carers (females 
who were not in paid employment) are therefore in short supply. Results from a recent 
survey in Northern Ireland also indicate that caring for ill or dependent relatives is no 
longer considered a 'duty' and that most people think that carers should receive state 
support (Evason and Robinson, 1994). 

There is evidence to suggest that people are becoming increasingly concerned about 
the amount of support available for carers. In a study of carers in Northern Ireland 
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(Evason & Robinson, 1996) 93% believed that carers are too often taken for granted 
by the authorities and 89% believed that all carers should be entitled to a state benefit 
which recognises their work. Concern about the level of support for carers was also 
revealed in a recent survey of people living in the Western Health Board area (Evans 
and Jones, 1999). When asked about health promotion activities the Board should be 
involved in, 99% said that it was appropriate that the Board be involved in providing 
support for people caring for ill and dependent relatives. Respondents were also asked 
which activities they believed were most important for their own personal health. The 
most popular answer was again: 

"providing support for people caringfor ill or dependent relatives " 

12% of those interviewed gave this response. These issues have also been recognised 
by the Department of Health's Plan for Women's Health 1997-1999 (Department of 
Health, 1997) which states: 

"there has been increasing recognition in recent years of the 
contribution of informal carers and of the need for health services 
to provide greater support for carers as well as to the recipient of 
the care " 

Clearly the need for carers to support Western Health Board services is likely to 
increase in the future due to changing social and demographic trends. As such, it is of 
vital importance that the Western Health Board facilitate and support carers, and 
ensure that adequate care is provided. At present there is little information regarding 
the use of carers, the type of activities they undertake, and their needs. It was 
therefore felt that a comprehensive study of the level, extent and nature of carer 
assistance in the Western Health Board was necessary . 
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Aims and Objectives 

The overall aim of the study is to obtain an understanding of the level, extent and 
nature of carer assistance within the Western Health Board. The specific research 
objectives are defined as follows: 

1. To determine the incidence of informal caregiving within the Western Health 
Board. 

2. To establish a profile of the carers and those in receipt of care. 

3. To ascertain the activities of carers in relation to the different groups of people 
being cared for. 

4. Determine the social, psychological and physical impact of informal care on 
carers and those receiving care. 

5. To establish the needs of carers and the extent to which these needs are currently 
being met. 

6. To assess the level of support provided by the Western Health Board and from 
other sources. 

7. To examine the attitudes of members of the public who are not carers, towards 
becoming a carer and receiving informal care . 
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2. METHODOLOGY 

2.1 Introduction 

Although informal carers are thought to make a significant contribution to the care of 
the elderly and infIrm in the Board there is at present little information regarding the 
use of carers, the type of activities they undertake, and their needs. A comprehensive 
study of the level, extent and nature of carer assistance in the Board was therefore 
necessary. 

It is also assumed that informal carers provide high quality, personalised care and that 
those receiving informal care would prefer this to institutionalised care. However, 
few studies have attempted to determine the extent to which this is actually the case. 
It was therefore necessary to include an interview of the person receiving care as part 
of the study design. 

There is also little information about how members of the public who are not carers 
feel about the issue of informal care and whether or not they would consider 
becoming a carer. This information would assist in the planning of care services for 
the elderly in the future and so it is important that this be included in the current 
study. 

The research therefore comprised three strands: 

• Survey of carers 
• Survey of people receiving care 
• Survey of members of the public who are not carers 

2.2 Sampling 

In order to accurately establish the numbers of carers in the Western Health Board 
area, it was necessary to access a representative sample of households across Galway, 
Mayo and Roscommon and determine whether or not a carer resides there. A quota 
sampling method was employed to ensure proportionate representation of households 
in each of the three counties of the board and to reflect the differing urban:rural 
compositions of the three counties. Sample size calculations indicated that a sample of 
500 households would provide statistically representative results at county and rural
urban level. The following table illustrates the quota sample composition: 

Table 2.1 Sample Composition 

Galway Mayo Roscommon Total 
Urban 100 20 20 150 
Rural 150 80 80 350 
Total 250 100 100 500 
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A number of sampling points were selected in the urban and rural districts of each 
county in proportion to the number of interviews to be completed. From each 
sampling point trained interviewers set out on a "random route" following instructions 
to call at every nth household to try to complete an interview. A maximum of 12 
interviews were undertaken at each sampling point to eliminate any possible 
"clustering effect". 

At each household selected, the interviewer completed a brief initial screening 
questionnaire to determine: 

• Whether any member of the household undertakes carer activities. 
• The demographic characteristics of the household (socio-economic category, 

number of people in the household, their ages, age of the chief income earner 
etc) 

Up to three interviews were held in each household; an interview with a carer, a 
person receiving care and a person who was not a carer. In the event of an interviewee 
being unavailable, the interviewer would make another appointment to see that person 
at a more suitable time. The fieldwork was undertaken by MRC Ireland Ltd using 
trained market research interviewers. 

2.3 SUIVey of carers 

The questionnaire administered to carers consisted of 48 open-ended and multiple 
choice questions designed to examine the following issues: 

• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 

2.4 

Time spent providing care (during the week and at weekends) 
Socio-demographic details of carer 
Nature of carer assistance 
Details of person receiving care (including physicall mental health problems) 
Psychological, social and physical effects of being a carer 
What happens when the carer wants a break 
Quality of life of carer 
Effects of being a caregiver on work! study and financial effects 
Levels of material, practical and emotional support (and sources of support) 
Services available for carers and services used 
Services which would make life as a carer easier 

SUIVey of people receiving care 

The questionnaire administered to people in receipt of informal care consisted of nine 
multiple-choice questions to determine: 

• The quality of care provided 
• Satisfaction with care provided 
• Most important activities that carer assists with 
• The frequency with which the carer gets violent or angry 
• Most useful services for the carer and people receiving care 
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2.5 Survey of DOD-carers 

Those who did not have a carer in the home were asked four questions each with 
open-ended and multiple-choice answers to establish: 

• 

• 

• 

• 

The type of care preferred for a family member who required constant care or 
care for a few hours each day 
Reasons for choice of care and reasons why that person would or would not 
consider becoming a carer 
The type of care preferred if they themselves required constant care or care for 
a few hours each day 
Reasons for that choice of care 

The questionnaire was designed with the assistance ofMRC Ireland and the Women's 
Health Strategy Group (Western Health Board). A copy of the questionnaire is given 
in appendix 1 . 
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3. RESULTS: CARERS 

3.1 Introduction 

The first strand of the study involved an interview with the carers who lived in the 
531 households sampled. For the purposes of this study a carer was defmed as "a 
person who cares for someone who cannot look after themselves due to illness, 
disability or frailty in old age". A number of tasks were presented as examples of 
care. 

3.2 Extent of caregiving 

Table 3.1 shows that 18% of households surveyed contained a carer. This pattern was 
relatively uniform in rural and urban areas. However a comparison of Western Health 
Board counties reveals that the proportion of carers is considerably greater in counties 
Galway and Mayo with Mayo having the highest proportion of carers at 24%. 

Table 3.1 Households containing a carer by county and location 

No. % 
County Galway 47 19 

Mayo 38 24 
Roscommon 13 11 

Location Urban 31 18 
Rural 67 19 

3.3 Sociodemographic details of carers 

The age group, marital status and gender of the carers are shown on table 3.2. The 
majority of carers were female (88%) and married (80%). Most were aged between 35 
and 54 years (62%) and a quarter were aged over 55 years. The average age of the 
carers was 48.7 years with a minimum of 14 and a maximum of77 years. 

Table 3.2 Age group, marital status and gender of carers 

No. % 
Age Group 14-24 2 2 

25-34 11 11 
35-44 22 22 
45-54 39 40 
55-64 16 16 
65+ 8 8 

Marital Status Married 78 80 
Not Married 20 20 

Gender Male 12 12 
Female 86 88 
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The majority of carers (71 %) were not employed outside the home (table 3.3). The 
largest proportion of carers were defined as skilled working class (46%) and just 
under a quarter of the carers were defined as middle class. These proportions are 
broadly similar to the socioeconomic breakdown ofIreland as a whole (Joint National 
Readership Survey, 1999). 

Table 3.3 Employment and socio-economic status of the carers 

No. % 
Working Status Full Time 14 14 

Part Time 15 15 
Not Working 69 71 

Socioeconomic AB (upper middle class) 5 5 
Status C1 (middle class) 24 24 

C2 (lower middle class) 16 16 
DE (skilled working class) 45 46 
F50+ (other working class) 4 4 
F50- (lowest level of subsistence) 1 1 

3.4 The relationship between the carer and the person receiving care 

The relationship between the carer and the person receiving care and living 
arrangements are shown on table 3.4. The majority of carers were related to the 
person they look after (87%) and lived with that person (79%). Most of the carers who 
lived with the person had already been living with them when the need for care arose 
(66%). For 19% of carers the person requiring care moved in and in 14% of cases the 
carer went to live with the person receiving care. Around one third of the carers who 
were related to the person they looked after were a son or daughter of that person. 
Spouses or partners comprised 19% of carers and 16% of carers looked after a son or 
daughter. 

Table 3.4 Relationship between carer and person receiving care and living 
arrangements 

Live together Live separately Total 
No. % No. % No. % 

Son! Daughter 25 93 2 7 27 
Spouse! Partner 16 100 0 0 16 
Parent 11 79 3 21 14 
Son-in-Law! Daughter-in-Law 5 50 5 50 10 
Parent-in-Law 6 75 2 25 8 
Uncle! Aunt 2 67 1 33 3 
Brother! Sister 2 100 0 0 2 
Niece! Nephew 1 100 0 0 1 
Other 4 100 0 0 4 
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3.5 Length of time as a carer 

As figure 3.1 shows, many of the carers surveyed had been carers for a considerable 
length of time; just under a third of the carers had been providing care for more than 
ten years (31 %) and over half (56%) had been providing care for more than five years. 

Fig. 3.1 Length of time as a carer 

>10 years 131% 
! 

6-10 years 124% , 
3-5 years 127% 

f I 

1-2 years 1 12% 

tJ 2% I 
03%! I 

6 months-1 year 

<6 months 

0% 5% 10% 15% 20% 25% 30% 35% 

3.6 Distance and transport 

Table 3.5 shows the transport and distance details for the carers who were not living 
with the person they looked after. Over half of the 21 carers who did not live with the 
person receiving care lived within a mile of that person. The majority of carers (57%) 
used a private car to travel to visit the person they look after and 38% walked. All but 
one of the carers (86%) took 15 minutes or less to travel to see the person they care 
for. 

Table 3.5 Distance from carer's home, mode of transport and travel times 

No % 
Distance Less than 1 mile 11 52 

1-2 miles 4 19 
3-5 miles 4 19 
6-10 miles 1 5 
More than 10 miles 1 5 

Transport Private Car 12 57 
Bicycle 1 5 
Walk 8 38 

Time taken 1-15 minutes 18 86 
16-30 minutes 2 10 
31-45 minutes 0 0 
46-60 minutes 0 0 
1-2 hours 0 0 
More than 2 hours 1 5 
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3.7 Becoming a carer 

For half of the carers surveyed, no alternative form of care was considered when the 
need for care arose (see table 3.6). The Public Health Nurse was considered as an 
alternative in 21% of cases, a Home Help in 14% of cases and Hospital care was 
considered in 10% of cases. 

Table 3.6 Alternative forms of care considered 

No. % 
Public Health Nurse 21 21 
Home Help 14 14 
Hospital Care 10 10 
Nursing Home Care 7 7 
Care provided by someone else 6 6 
Private Nurse 2 2 
Home Care Assistant 1 1 
Other 6 6 
None 49 50 
Don't Know 5 5 

For 23% of the carers surveyed, becoming a carer resulted in a change their personal 
circumstances (see table 3.7); 11% gave up a full-time job or full-time education. 
Only 19% (4) of these carers felt happy about making the change and half reported 
being "not very happy" or "not at all happy". 

Table 3.7 Changes in personal circumstances when becoming a carer 

No. % 
Gave up full-time job/ study 11 11 
Gave up part-time job/ study 7 7 
Reduced the number of hours worked 5 5 
None of these 75 77 

The majority of carers (58%) were happy to become a carer. Carers of spouses or 
partners were more likely to have been unhappy with taking on the role of carer than 
carers of other relatives (Mann-Whitney; p<.05) (table 3.8). 

Table 3.8 Feelings about taking on the role 

No. % 
Very happy 14 15 
Quite happy 41 43 
Neither 34 35 
Not very happy 5 5 
Not at all happy 2 2 

3.8 Nature of the caring role 

3.8.1 Time spent providing care 
Providing care was very time-consuming for most of the carers surveyed (table 3.9). 
The majority of carers reported providing care every day during the week (90%) and 
on both Saturday and Sunday (91 %). 
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Table 3.9 Number of days on which care was provided 

No. % 
Days during the None 1 1 
week (Monday to One 1 1 
Friday) Two 2 2 

Three 6 6 
Four 0 0 
Five 88 90 

Days at the None 5 5 
weekend (Saturday One 4 4 
and Sunday) Two 87 91 

Table 3.10 shows that 19% of carers were involved in caregiving all morning, 31 % all 
afternoon, 31 % all evening and 20% overnight. 

Table 3.10 Amount of time spent providing care at various times 

No. Morning Afternoon Evening Overnight 
Hours 7am-12pm 12pm-6pm 6pm-11pm 11pm-7am 

No. % No. % No. % No. % 
None 18 19 21 22 19 20 64 66 
One 28 29 19 20 22 23 9 9 
Two 19 20 14 14 14 14 3 3 
Three 8 8 5 5 8 8 1 1 
Four 6 6 7 7 4 4 0 0 
Five 18 19 1 1 30 31 0 0 
Six - - 30 31 - - 1 1 
Seven - - - - - - 0 0 
Eight - - - - - - 19 20 

The majority of the carers (59%) spent more time as a carer than they would in most 
full-time jobs (more than 40 hours per week) and 40% of the carers spent more than 
80 hours each week providing care. One in ten carers spent every hour of the week 
looking after that person (168 hours). 

141+ 

121 to 140 

101 to 120 

81 to 100 

61 to 80 

41 to 60 

21 to 40 

1 to 20 

0% 

Fig. 3.2 Total hours spent providing care each week 

1 16% 
I , I 

14% 
I ! 

I l% 

I 1 11% , 
I 

16% 
! 

113%, 

128% 
y I ! 

J 1'4% , 

5% 10% 15% 20% 25% 30% 

Almost all of the carers claimed that they had to be available on a 24 hour basis (both 
during the week and at weekends) to assist the person they care for (table 3.11). 
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Table 3.11 Proportion of carers required to be available 24 hours a day 

No. % 
Weekdays Yes 80 82 

No 17 17 
Not Stated 1 1 

Weekends Yes 87 89 
No 11 11 
Not Stated 0 0 

Caregiving also involved being wakened at night for 57% of carers. Table 3.12 shows 
how often the carers were awakened. It can be seen that over half of the carers (51 %) 
were wakened more than once a week with 19% wakened every night. 

Table 3.12 Frequency of being wakened during the night 

No. % 
Eve_ry_ night 11 19 
4-6 times a week 0 0 
2-3 times a week 14 25 
Once a week 4 7 
Once every two weeks 2 4 
Once a month 2 4 
Less often 23 41 
Total 56 100 

3.8.2 Difficulties in combining work or study with caregiving 
The carers who were working or studying were asked to indicate how easy or difficult 
it was to combine their work or study with caregiving (table 3.13). Almost half (46%) 
claimed that they found it difficult and 31 % claimed that they found it very difficult. 

Table 3.13 Carers finding it easyl difficult combining work! study with the role 

No. % 
Very easy 3 12 
Quite easy 4 15 
Neither 7 27 
Quite difficult 4 15 
Very difficult 8 31 

Age was found to be associated with difficulties combining the role of carer with 
work or study; the greater the age, the more likelihood of the person finding it 
difficult (Kendall rank; p<.05). 

3.9 Socio-deomgraphic details of the person receiving care 

As table 3.14 indicates, the majority of the people in receipt of informal care (61 %) 
were aged over 65 years and nearly half (47%) were aged over 75 years. Just over half 
of the people receiving care were female (56%) and 44% were male. 
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Table 3.14 Age and gender ofthe person receiving care 

Male Female Total 
No. % No. % No. % 

Under 16 years 2 2 2 2 4 4 
16-35 years 5 5 5 5 10 10 
36-45 years 3 3 2 2 5 5 
46-55 years 2 2 1 1 3 3 
56-65 years 8 8 7 7 15 15 
66-75 years 7 7 6 6 13 13 
Over 75 years 15 15 32 33 47 48 
Don't Know 1 1 0 0 1 1 
Total 43 44 55 56 98 100 

The vast majority of the people receiving care held medical cards (88%). A Long
Term Illness Book was held by 18% and 5% had private health insurance. 

Figure 3.3 illustrates that the people receiving care experienced a wide range of health 
problems. The most common difficulties were physical disabilities (56%), frailty or 
old age (52%) and physical illnesses (45%). 

Fig. 3.3 Health difficulties experienced by the person receiving care 
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Many of those receiving care also experienced mental health difficulties (table 3.15). 
Loneliness was reported by 69%, depression by 68% and anxiety by 72%. 
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Table 3.15 Mental health difficulties experienced by the people receiving care 

Never Sometimes Often Always 
No. % No. % No. % No. % 

Loneliness 30 31 45 46 11 11 5 5 
Depression 31 32 40 41 17 17 6 6 
Anxiety 27 28 45 46 17 17 6 6 
Angry outbursts 41 42 35 36 13 13 3 3 
Confusion 42 43 40 41 7 7 2 2 
Wandering by day 74 76 11 11 0 0 0 0 
Wandering by night 78 80 6 6 0 0 0 0 
Sleeplessness 39 40 33 34 14 14 7 7 

The carers were asked whether being a caregiver has been better, worse or about the 
same as they expected. Results in table 3.16 show that 46% of carers felt that being a 
carer was the same as they expected. For 38% the experience was worse than 
expected and 19% claimed that it was much worse than they expected. 

Table 3.16 Expectations about being a carer versus reality 

No. % 
Much better 4 4 
Slightly better 7 7 -
About the same 45 48 
Slightly worse 19 20 
Much worse 19 20 

3.10 Tasks involved in caregiving 

Table 3.17 shows the range of tasks undertaken by carers; the vast majority (over 
85%) assisted with domestic chores (shopping, cooking, cleaning). Over two thirds of 
carers assisted with medication and helped the person stay safe. The person receiving 
care was helped with dressing and with an all over wash by 57% of carers. Assistance 
with mobility and personal care (toilet, washing, feeding) was provided by around a 
third of carers. 

Table 3.17 Tasks involved in caregiving 

Task No. % 
Shopping 91 93 
Preparing meals 89 91 
Making tea and snacks 88 90 
Cleaning the house 84 86 
Staying safe at home 68 69 
Taking medication 66 67 
Lighting a fire 60 61 
All over wash 56 57 
Dressing and undressing 56 57 
Moving about indoors 45 46 
Getting in and out of bed 45 46 
Shaving! brushing hair 40 41 
Communicating with others 39 40 
Climbing stairs or steps 38 39 
Washing hands and face 36 37 
Using the toilet 34 35 
Feeding him! her 29 30 
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Table 3.18 shows that the proportions of people receiving care who have difficulties 
performing a variety of tasks. Many of the people receiving care have particular 
difficulties with lighting a fire, shopping, cleaning the house and climbing stairs and 
steps. 

Table 3.18 Difficulties in performing the tasks that carer assists with 

Task No Little Some A lot of 
Difficulty Difficulty Difficulty Difficulty 
No. % No. % No. % No. % 

Washing hands and face 3 9 6 17 9 26 17 49 
All over wash 1 2 10 18 12 22 32 58 
Using the toilet 3 9 8 24 7 21 15 45 
Shaving/ Brushing hair 2 5 10 26 9 23 18 46 
Preparing meals 1 1 7 8 26 30 53 61 
Making tea and snacks 4 5 13 15 23 27 46 53 
Feeding him/ her 4 14 7 25 7 25 10 36 
Shopping 0 0 8 9 12 13 69 78 
Cleaning the house 1 1 7 9 16 20 58 71 
Moving about indoors 2 5 7 16 19 43 16 36 
Climbing stairs and steps 2 5 2 5 9 24 25 66 
Staying safe at home 4 6 11 16 23 34 30 44 
Getting in and out of bed 4 9 7 16 13 30 19 44 
Dressing and undressing 2 4 14 25 14 25 26 46 
Lighting a fire 1 2 5 9 6 10 46 79 
Taking medication 9 14 9 14 18 27 30 45 
Communicating with others 6 16 5 13 11 29 16 42 

For the vast majority of carers (93%) care giving also involves keeping the person 
company and alleviating loneliness. 

3.11 Anger/ violence towards the person receiving care 

Only a small minority of the carers reported negative reactions towards the person 
they looked after (table 3.19). A total of 5% claimed that they sometimes got angry 
with the person, 2% sometimes lose their temper and 10% get frustrated. Only one 
carer reported feeling like slapping or hitting the person they look after. 

Table 3.19 Angerl violence towards the person receiving care 

Never Sometimes Often Always 
No. % No. % No. % No. % 

Get angry with him/ her 93 95 5 5 0 0 0 0 
Lose your temper with him/ her 96 98 2 2 0 0 0 0 
Shout at him/ her 98 100 0 0 0 0 0 0 
Get frustrated with him/ her 88 90 10 10 0 0 0 0 
Feel like slapping! hitting him/ her 97 99 1 1 0 0 0 0 

3.12 Physical effects of providing care 

Over two thirds of the carers felt that their physical health at present was good or very 
good (67%). Carers in the higher age groups were more likely to rate their current 
physical health as poor or very poor (Kendall p<.05). 
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Table 3.20 shows that the majority of the carers believe that their health now is about 
the same as it was when they started providing care (64%). Over a quarter (28%) 
claimed that their health had got slightly worse or much worse. 

Table 3.20 Ratings of change in physical health since they started providing care 

No. % 
Much better 3 3 
Slightly better 4 4 
About the same 63 64 
Slightly worse 21 21 
Much worse 7 7 

3.13 Financial effects of providing care 

State support for full-time carers comes in the form of a carer' s allowance. Eligiblity 
for this allowance is dependent on the results of a means test which takes account of 
the carer' s income and that of his/her partner. A carer may not receive this allowance 
in addition to other social welfare benefits (with the exception of child benefit) . The 
majority of carers in this study did not receive the carer' s allowance (69%, see figure 
3.4). A minority of carers reported receiving payment from other sources, 18% 
received payment from the Health Board, seven carers were paid by the person they 
looked after and three carers received payment from somebody else or another 
member of the person' s family (table 3.21). Carers aged over 50 years were less likely 
to receive the carer' s allowance than younger carers (Mann-Whitney; p<.05). There 
were no socio-economic differences between carers who did and did not receive the 
carer' s allowance. 

Fig 3.4 Proportion of carers receiving the carer's allowance 
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Table 3.21 Proportion of carers receiving payment for being a carer 

No. % 
Payment from the Health Board (e.g. as a home help) 18 18 
Payment from the person receiving care 7 7 
Payment from someone else 2 2 
Payment from other members of the person's family 1 1 
No payment received 67 68 
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As table 3.22 illustrates, the majority of carers (55%) have not experienced a change 
in their financial situation since they became a carer, however 32% reported that their 
fmancial situation has got slightly worse or much worse. 

Table 3.22 Ratings of change in financial situation since they started providing care 

No % 
Much better 0 0 
Slightly better 9 9 
About the same 54 8 
Slightly worse 15 16 
Much worse 17 18 

3.14 Psychological and social effects of providing care 

Figure 3.5 illustrates whether the carers surveyed agreed or disagreed with a number 
of statements about their feelings regarding being a carer. The results show that 
providing care had a negative effect on their social life with the majority of carers 
agreeing that they cannot get out and cannot get to see their friends as often as they 
would like. Providing care was found to affect the family lives of the carers with 
nearly half of the carers agreeing that they do not spend enough time with their family 
and a third claiming that they do not spend enough time with their partner (when the 
20% of carers who were not married are excluded, the proportion who do spend 
enough time with their partner rises to 41 %). Many of the carers felt that they do not 
have enough time for themselves (71%) and that they do not have enough privacy 
(56%). Although the vast majority of carers felt that they were valued by the person 
they look after (80010), only a very small proportion felt that they were valued by the 
authorities because they are a carer (16%). Providing care was a financial strain for 
56% of those surveyed. 
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Fig 3.5 Feelings about being a carer 
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Figure 3.6 shows the proportions of carers who reported a variety of psychological 
and physiological difficulties. The majority of carers experienced extreme physical 
and mental tiredness or exhaustion (67%). Almost half (46%) get short tempered or 
snappy. 

Fig. 3.6 Proportion of carers experiencing physical and 
psychological symptoms 
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As figure 3.7 indicates, the majority of carers who claimed to have experienced the 
physical and psychological symptoms, reported a deterioration in these aspects of 
their health since they became a carer. 

Fig. 3.7 Ratings of symptoms now compared to when they became a 
carer 
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The total number of the symptoms reported by each individual was also recorded, the 
results are shown on table 3.23 . Only one fifth of the carers reported none of the 
symptoms listed and 2% reported experiencing all nine symptoms. 

Table 3.23 Number of psychological symptoms reported 

No. Symptoms No. % 
None 20 20 
One 9 9 
Two 13 13 
Three 9 9 
Four 11 11 
Five 10 10 
Six 9 9 
Seven 8 8 
Eight 7 7 
Nine 2 2 

The number of psychological and physiological symptoms reported was found to be 
related to many other variables. These are listed in appendix 2. As expected, many of 
the statements relating to psychological aspects of being a carer were correlated with 
the number of psychological symptoms. Financial situation and physical health were 
also related to psychological well-being with the carers who reported a deterioration 
in physical health and financial situation reporting more symptoms. 

The carers were asked to explain in their own words how (if at all) being a caregiver 
has affected their lives. The statements were coded according to the main themes that 
arose. A third of carers claimed that they were "tied down" or could not go out or go 
away when they liked. Around one in five carers said that their life was completely 
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changed (21%) and that being a carer was very demanding or involved a-lot of work 
(19%) (table 3.24). 

Table 3.24 Effects of being a carer 

No. % 
Tied down/ can't go away/ can't go out when I like 33 34 
Completely changed my life! turned life upside down 21 21 
A lot of extra work! (very) demanding 19 19 
No freedom 14 14 
Rewarding experience/ enjoyable, hapPJ' as a carer/ satisfied 13 13 
No social life 12 12 
No time for myself 10 10 
Takes up a-lot of time 7 7 
No privacy 6 6 
Carer angry/ resentful 5 5 
Have to arrange everything in advance 5 5 
Big responsibility 5 5 
Am aware of elderly persons problem/ perspectives etc ... 3 3 
Other family members angrY or resentful 3 3 
Less money 2 2 
Can't make proper plans 1 1 
Other answers 10 10 
Nothing/ don't know 4 4 

Table 3.25 shows how often the carers experienced a range of feelings about being a 
carer. Results indicate that the majority of carers found caregiving rewarding (at least 
sometimes, 95%), 86% enjoyed being a carer at least sometimes and 94% were 
satisfied with their role. Three quarters of the carers worried about being ill and 
unable to look after the person. Two thirds of the carers never wished they had not 
taken on the role. However five carers reported wishing they had never taken on the 
role often and one person, always. 

Table 3.25 Frequency with which carers experienced various feelings 

Never Sometimes Often Always 
No. % No. % No. % No. % 

Enjoy being a carer 14 14 39 40 20 20 22 22 
Find caregiving rewarding 5 5 40 41 30 31 21 21 
Feel satisfied with your role as a 6 6 27 28 29 30 34 35 
carer 
Feel embarrassed at being a carer 81 83 7 7 2 2 2 2 
Feel appreciated by the person you 11 11 26 27 18 18 41 42 
care for 
Worry about being ill and unable to 25 26 31 32 18 18 24 24 
look after the person 
Feel embarrassed at the behaviour 68 69 20 20 5 5 1 1 
of the person you care for 
Feel guilty about getting angry with 37 38 38 39 14 14 4 4 
the person you care for 
Wish you had not taken on the role 66 67 24 24 5 5 1 1 
as carer 

Carers in the higher age groups and males were more worried about being ill and 
unable to continue to provide care (Kendal1; p<.05; Mann-Whitney; p<.05). Age was 
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correlated with guilt about getting angry with the person; the older the carer, the less 
likely he or she was to feel guilty about getting angry (Kendall; p<.05). 

3.15 Quality of life 

The carers were asked to rate their quality of life at present and to consider their 
quality of life now compared with when they first became a carer (table 3.26). The 
larger proportion of carers (39%) considered their quality of life at present to be very 
good; 32% rated their quality of life as fair. Notably, 43% of carers reported a 
deterioration in their quality of life since they started providing care. 

Table 3.26 Quality of life and change in quality of life since becoming a carer 

No. % 
Quality of life Very good 8 8 
current Good 38 39 

Fair 31 32 
Poor 16 16 
Very poor 5 5 

Change in Much better 12 12 
quality of life Slightly better 3 3 

About the same 41 42 
Slightly worse 24 25 

_ . _ _____ ._~uch worse 17 18 

3.16 Support for carers 

3.16.1 Sources o/supporl 
The carers generally found it difficult to get somebody to take over their caring role 
when they wanted a break (table 3.27). Over half of the carers (55%) found it difficult 
to get somebody to take over during the day and 59% found it difficult to get 
somebody to take over in the evening or at night. 

Table 3.27 Ease with which carers can get someone to take over 

During the Eveningl 
day night 

No. % No. % 

Very easy 9 10 7 9 
Quite easy 17 20 14 18 
Neither 9 10 8 10 
Quite difficult 17 20 14 18 
Very difficult 30 35 32 41 
Not stated 4 5 3 4 

The majority of carers (79%) worried about the person they look after whilst on a 
break; nearly half of the carers claimed that they were always worried. However, 12% 
of carers stated that they never got a break and that the question was therefore not 
relevant for them. 

The main source of practical help for the carers who received assistance was other 
family members (71 %). A home help assisted 15% of the carers and friends assisted 
10% (table 3.28). 
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Table 3.28 Sources of practical help 

No. % 
Other family member(s) 34 71 
Home help 6 13 
Friend(s) 4 8 
Someone else 2 4 
Voluntary worker 1 2 
Private nurse 1 2 

Table 3.29 shows the amount of support that carers reported receiving from their 
family and friends. The majority of carers (74%) received little or no financial or 
material support with a further 10% receiving only a little support. Nearly half (46%) 
received no practical support. Most carers (72%) received some emotional support 
from family and friends with 30% receiving a-lot of emotional support from them. 

Table 3.29 Amount of support carers receive from their family and friends 

No support Little support Some support Lot of support 
No. % No. % No. % No. % 

Financial/ material 73 74 10 10 4 4 6 6 
Practical (e.g. help 46 47 18 18 18 18 13 13 
with your chores} 

1--- -
Emotional (e.g. 27 28 16 16 23 23 29 30 
encouragement) 

The carers were also asked if they received assistance from other people in looking 
after the person. Over half ofthe carers did receive such help (55%). The majority of 
carers who received help from other members of their family received seven or more 
hours each week. The average number of hours for which assistance was received was 
10.75. 

Over half of the carers who received help from other members of the family (56%) 
received help with personal care and domestic chores. The majority (82%) were 
helped by sitting with the person requiring care and keeping him or her company. 

3.16.2 Formal support and services 
There were generally low levels of awareness of any formal support services available 
among the carers surveyed. Very high proportions of carers (over 80%) did not know 
whether or not carers' support groups, emotional support! counselling for carers and 
sitting services were available. 

Table 3.30 Carers' perceptions of the availability of support services locally 

Available Available Don't know 
Health Board Privately 
No. % No. % No. % 

Day centre 50 51 10 10 39 40 
Short-term respite care 21 21 9 9 68 69 
Support group for carers 7 7 5 5 86 88 
Emotional support! counselling 5 5 5 5 88 90 
Public Health Nurse 87 89 2 2 9 9 
Sitting Service 5 5 4 4 89 91 
Meals on wheels 25 26 7 7 66 67 
Home help 51 52 3 3 44 45 
Home care assistant 18 18 3 3 77 79 
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As table 3.31 shows, the majority of carers who were aware of local support services 
did not avail of them. The Public Health Nurse was the service used most by the 
carers (used by 64%), followed by a carers' support group (used by 58% of the carers 
who were aware of the group; levels of awareness of a support group were however 
low). Day centres, meals on wheels and home care assistants were not used by three 
quarters of those who were aware of them. 

Table 3.31 Carers' use of available local support services 

Weekly Every 1-2 Every 3-6 Once a year Never use 
months months or less 

No. % No. % No. % No. % No. 
Day centre 11 19 1 2 1 2 0 0 43 
Short-term respite care 0 0 3 10 4 13 4 13 15 
Support group for carers 0 0 2 17 0 0 0 0 5 
Emotional support! counselling 0 0 3 30 0 0 0 0 5 
Public Health Nurse 11 12 24 27 11 12 5 6 32 
Sitting Service 0 0 0 0 0 0 0 0 5 
Meals on wheels 2 6 0 0 0 0 0 0 24 
Home help 14 26 0 0 0 0 1 2 37 
Home care assistant 1 5 0 0 2 10 0 0 16 

The carers were asked to rank the top three services which would be of most value to 
them as a carer. The responses are illustrated on figure 3.8. Increased financial 
support was the most popular answer at 78%, 40% ranked this number one indicating 
that they felt that it would be of most value. Short-term respite care was ranked by 
44% of the carers, a carers' support group, by 32% and 26% of carers felt that a day 
centre would be useful. 

Fig. 3.8 Carers preceptions of most useful services 
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Financial rewards were also the most popular responses to the open-ended question 
"is there anything that would make your role as a carer easier?"(see table 3.32). One 
in five carers (21 %) stated that payor rewards would make life easier whilst a further 
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18% stated that they would like financial help from the Health Board. A sitting 
service or someone to relieve the carer was mentioned by 11 % of carers. 

Table 3.32 "Is there anything that would make your role as a carer easier?" 

No. % 
Getting paid/ rewards for the job/ better pay 21 21 
More financial help from the health board 18 18 
Sitting service/ someone to relieve the carer 11 11 
Emotional support! support group 8 8 
Advice/ information for carers 8 8 
Homehelp with domestic chores 8 8 
More help (unspecified) 8 8 
Centre to send patient to for a few hours a day/ week 6 6 
A place you could leave them so you could go on holiday 6 6 
Recognition of role of caregiver by authorities 5 5 
Special patient requirement 5 5 
More support and time with Public Health Nurse 3 3 
More family support 1 1 
Carer's allowance should not be means tested 1 1 
Other answers 9 9 

cl!2~hing/ don't know 18 18 .-

Financial issues were again the most common response to the open-ended question: 
"are there any other issues in relation to your role as a carer that you would like to 
bring to the attention of the Western Health Board?" (see table 3.33). Fourteen per 
cent of carers mentioned that the carer's allowance should not be means tested and 
13% said that carers should get more respect and acknowledgement from the Health 
Board. 

Table 3.33 "Are there any other issues in relation to your role as a carer that you would 
like to bring to the attention of the Western Health Board?" 

No. % 
More financial support from health board/ better pay/ better 22 22 
allowance 
Carer's allowance should not be means tested 14 14 
More respect! acknowledgement etc for carers from the 13 13 
Western Health Board 
Emotional support! counselling/ advice for carers/ 10 10 
information for carers 
Some help to relieve the carer and give them time off 6 6 
Material requirements e.g. wheelchair 5 5 
Some home help 3 3 
More intervention from Health Board 3 3 
More support with Public Health Nurse 2 2 
A place for carers to meet and talk 1 1 
Services requirements (e.g. speech therapy) 1 1 
Other answers 13 13 
Don't know/ no other issues/ nothing 28 29 

3.16.3 Supplies 
Special supplies were required by 84% of the carers surveyed. Medication was 
required by 70%, supplies of special food were required by 43% and a third needed 
continence supplies. As table 3.34 shows, the vast majority of carers requiring special 
supplies got these supplies themselves; 19% of carers requiring continence supplies 
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had them delivered. Only a minority of carers had any difficulty in obtaining 
medication and food supplies. However over one in five carers (22%) requiring 
continence supplies reported difficulties in obtaining them. 

Table 3.34 Supplies required, source of supplies and proportion of carers encountering 
difficulties obtaining supplies 

Supplies Source of supplies Difficulties 
required obtaining ... 

Self Delivered 
No. % No % No % No. % 

Medication 69 70 66 96 2 3 3 4 
Special food supplies 42 43 41 98 1 2 2 5 
Continence supplies 32 33 24 75 6 19 7 22 
Other supplies 3 3 3 100 0 0 0 .~ 
None needed 16 16 - - - - - -
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4. RE5UL T5: PEOPLE RECEIVING CARE 

4.1 Introduction 

The second strand of the study comprised interviews with the people receiving care in 
the 531 households surveyed. A total of 55 of the 98 people who were receiving care 
were able and willing to participate in this part of the study. 

4.2 Sociodemographic details of the people receiving care 

There were more participants from county Galway than from Mayo or Roscommon 
and similar proportions lived in rural and urban areas (table 4.1). 

Table 4.1 Location of sample 

No. %--
~----r_: --

County Galway 24 44 
Mayo 19 35 
Roscommon 12 22 

Location Urban 24 44 
Rural 31 56 

Table 4.2 shows the majority of those receiving care were aged over 55 years (84%) 
and 37% were aged over 75 years. These were younger than those receiving care in 
general (47% over 75 years, see section 3.9). There were more females than males 
(62% female). 

Table 4.2 Age group and gender of those receiving care 

Male Female Total 
No. % No. % No. % 

16-35 years 1 2 3 6 4 7 
36-45 years 1 2 1 2 2 4 
46-55 years 2 4 1 2 3 5 
56-65 years 7 13 5 9 12 22 
66-75 years 7 13 7 13 14 25 
76-85 years 1 2 10 18 11 20 
86-95 years 2 4 5 9 7 13 
96+ 0 0 2 4 2 4 
Total 21 38 34 62 55 100 

About half of those receiving care were widowed (44%). A quarter were married and 
29% were single. 
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4.3 Activities that the carer assists with 

Nearly all the people surveyed (over 80%) required assistance with domestic chores 
such as cleaning the house, preparing meals and shopping. For 62%, the carer helped 
by keeping that person safe from household accidents. Lower proportions required 
help with personal care (table 4.3). 

Table 4.3 Activities that the carer assists with 

No. % 
Cleaning the house 48 87 
Preparing meals 47 85 
Shopping 46 84 
Keeping you safe from 34 62 
household accidents 
Personal care 23 42 
Dressing and 17 31 
undressing 
Feeding you 6 11 

The respondents were asked to rank the top three most important activities that their 
carer helps them with. The most popular answer, preparing meals was ranked as one 
of the top three by 88%. Over two thirds ranked shopping and nearly half felt that 
cleaning the house was one of the three most important activities that the carer helped 
with. 

Fig 4.1 Most important activity that the carer assists with 
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4.4 Quality of care 

High levels of satisfaction with the quality of care in each of the specific areas was 
expressed (over 90% satisfied). However small numbers of individuals were 
dissatisfied with the way the carer undertakes certain tasks (table 4.4). 

Table 4.4 Activities that the carer assists with and satisfaction with quality of care 

Task Satisfied Neither Dissatisfied 
No. % No. % No. % 

Cleaning the house 45 94 0 0 3 6 
Preparing meals 45 96 0 0 2 4 
Shopping 43 93 0 0 3 7 
Keeping you safe from 33 97 0 0 1 3 
household accidents 
Personal care 21 91 0 0 2 9 
Dressing and 16 94 0 0 1 6 
undressing 
Feeding you 6 100 0 0 0 0 

In terms of the overall quality of the care received, the majority rated their care as 
good or very good (91 %). Five people (9%) claimed that the care received was fair or 
poor (table 4.5). 

Table 4.5 Ratings of quality of care received 

No. % 
Very good 37 67 
Good 13 24 
Fair 3 5 
Poor 2 4 
Very poor 0 0 

The people receiving care were asked to indicate how often their carer reacts towards 
them with violence, anger or frustration. The results, shown on figure 4.2, show that 
such negative reactions rarely occur and when they do it is usually only "sometimes" 
rather than often or always. A third of people receiving care reported that their carer 
got angry at least sometimes and 29% state that their carers get frustrated at least 
sometimes. One person in ten gets shouted at by their carer and 16% of the carers lose 
their temper. One person (2%) reported that their carer slaps or hits them sometimes. 
These figures are slightly higher than those reported by the carers themselves (table 
4.20). 
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Fig 4.2 Frequency with which the carer ... 
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4.5 Receiving informal care 

The survey found that the majority of people receiving care (62%) did not get a say in 
who became their carer. 

Figure 4.3 illustrates the frequency with which a variety of feelings about being 
looked after by an informal carer were experienced. Over half of the people receiving 
care worried that something may happen to them when their carer is not there (60%) 
and worried about the health ofthe person who looks after them (53%). Worries about 
the cost of being cared, fears that the carer was not happy and embarrassment at 
needing care were also common (over 30%). 

Fig 4.3 Frequency with which certain feelings are experienced 
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4.6 Most useful services 

The people receiving care were also asked about the services that would be most 
useful for themselves and their carer. The results are illustrated on figure 4.4 below. 
As with the findings from the survey of carers, financial support was a key issue, over 
half of the people receiving care (54%) ranked increased financial support for 
themselves as important and 64% ranked increased financial support for their carer as 
being important (35% ranked this as most important). Day centres would be useful for 
45% and around a third wanted more frequent visits from health professionals such as 
the Public Health Nurse (35%) and short-term respite care (33%). 

Fig 4.4 Perceptions of most useful services 
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5. RESULTS: NON-CARERS 

5.1 Introduction 

The third strand of the study involved short interviews with members of the public 
who were not carers. From the 531 households randomly selected, 433 non-carers 
agreed to participate in the survey. One non-carer was interviewed in each of the 
households that did not contain a carer and no-one refused to participate. 

5.2 Sociodemographic details of the participants 

As table 5.1 indicates, nearly half of the sample were from county Galway with lower 
proportions from Roscommon and Mayo. This quota sample reflects the different 
proportions of people in the Western Health Board area who reside in each of the 
three counties. 

Table 5.1 Location of sample 

No. % 
County Galway 204 47 

Mayo 118 27 
Roscommon 108 25 

Area Urban 137 32 
Rural 291 68 

The age group and gender of the people surveyed is shown on table 5.2. Compared to 
the population as a whole, the sample comprised of a larger proportion of older adults 
(Central Statistics Office, 1997a); only a quarter were aged under 35 years and 44% 
were aged between 35 and 55 years. Over a third of the sample were aged over 55 
years. There was a much higher proportion of females than males (72%). 

Table 5.2 Age group of participants 

Male Female Total 
No. % No. % No. % 

16-24 years 14 3 38 9 52 12 
25-34 years 13 3 41 10 54 13 
35-44 years 26 6 58 13 84 19 
45-54 years 19 4 67 16 86 20 
55-64 years 18 4 42 10 60 14 
65+. years 32 7 63 15 95 22 

The majority (63%) were married or cohabiting with a partner. Only one person in 
five was single (21 %) and 12% were widowed. 

As table 5.3 shows, the sample had relatively low levels of education. Only 37% 
completed the Junior Certificate (or equivalent) and 39 % the Leaving Certificate. 
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However nearly one in five refused to answer this question. Only a quarter of those 
surveyed worked full-time in a paid job, 39% were housewives and 11 % were retired. 

Table 5.3 Education level and work status of the participants 

No. % 
Intermediate/ junior certificate 160 37 
Leaving certificate 168 39 
University/ College 63 15 
Refused 77 18 
Work full time in paid job 110 25 
Work in paid job 8-29 hours a week 60 13 
Work in paid job less than 8 hours a week 3 1 
Retired from full-time job 53 12 
Unemployed 20 5 
Housewife 154 36 
Student 24 6 
Other 5 1 
Refused 4 1 

The highest proportion of those surveyed were categorised as skilled working class 
(38%) and a further 30% were categorised as middle class (see table 5.4). These 
proportions are broadly similar to the socioeconomic breakdown ofIreland as a whole 
(Joint National Readership Survey, 1997/1998 quoted by MRC, 1999). 

Table 5.4 Socio-economic status of the sample 

No. % 
AB (upper middle class) 50 9 
C1 (middle class) 159 30 
C2 (lower middle class) 86 16 
DE_{skilled workiQg clas~ 203 38 
F50+ (other working class) 21 4 
F50- (lowest level of subsistence) 11 2 

5.3 Choice of care for member of immediate family 

The participants were asked about the type of care they would choose for a member of 
their immediate family: 
a. If that person required care for a few hours during the day 
b. If constant care was required 

Figure 5.1 illustrates that informal care at home was the preferred option if care was 
required for a few hours during the day and for constant care. A total of 71 % were 
prepared to provide care themselves if care was required for a few hours during the 
day. However fewer people (49%) would be willing to look after somebody who 
required constant care. Care from another member of the family was the second most 
popular choice at 18%. Nursing home care was preferred by 18% of people for 
members of the family requiring constant care and by 4% for relatives requiring care 
for a few hours during the day. Participants in the older age groups were less likely to 
consider providing constant informal care (Kruskal-Wallis; p<.005). People in the 
younger age groups were more likely to choose care from another member of the 
family if care for a few hours during the day was required (Kruskal-Wallis; p<.05). 
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Males were less likely than females to express a willingness to provide care (both 
constant care and care for a few hours during the day) (Kruskal-Wallis; p<. 005). 
Married people were also more likely to say that they would provide care than single 
people (Kruskal-Wallis; p<.005). 

Fig. 5.1 Preferred choice of care for member of immediate family 
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The reasons for choice of care are given in tables 5.5-5.13 in appendix 3. The most 
popular reasons for the choice of care centred round a belief that home is a better 
environment for any person requiring care. Over half of people who would provide 
constant care themselves held this belief. Fourteen per cent claimed that they would 
do their best to provide care if they could; 21 of the people who would provide 
informal care themselves claimed that it was the duty of the family to provide care if 
possible. One in five of the people who would consider becoming carers themselves 
said that they would enjoy the work or would love to do it. 

The most popular reason for choosing nursing home care was that the family were 
unable or unavailable to provide care. This again suggests that people believe that 
informal care is the best option. The other reasons for choosing nursing home or 
hospital care relate to the facilities and expertise available there. 
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5.4 Choice of care for self 

The people surveyed were also asked about the type of care they would choose for 
themselves if they required constant care or care for a few hours during the day. 
Again, informal care was the preferred option chosen by 95% (for a few hours during 
the day) and 70% (constant care). The vast majority of those choosing informal care 
would prefer to be looked after in their own home (89% for constant care and 85% for 
care for a few hours during the day). Nursing home care was the second most popular 
choice if constant care was required (16%). Analyses revealed that answers varied 
according to the age of the participants. If constant care was required people in the 
younger age groups were more likely to express a preference for informal care in their 
own home than people in the older age groups (Kruskal-Wallis; p<. 05: independent t
test; p<.05). People in the older age groups were also more likely than people in the 
younger age groups to choose a nursing home for constant care (Kruskal-Wallis; 
p<.05 : independent t-test p<. 05). 

Fig. 5.2 Preferred choice of care for self 
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The main reasons for choice of both constant care and care for a few hours during the 
day (for self) are listed in tables 5.14-5.23 in appendix 4. Again the majority of people 
felt that informal care was the best type of care for both constant care and care for a 
few hours during the day because patients prefer to be at home, because they have a 
routine and are more independent and in control at home. However, in the context of 
constant care, 17% of participants overall claimed that they did not want to be a 
burden or a hinderance. Over half of those who chose hospital care and nursing home 
care gave this response (56% and 52%). 
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6. DISCUSSION 

6.1 Introduction 

The survey sampled 531 randomly selected households in order to get an accurate 
indication of the extent of informal care in the Board's area. The carers and the people 
receiving care were interviewed to get a picture of the nature and extent of informal 
care. Members of the public who were not carers were also questioned about their 
preferences regarding care. This is the fIrst time that a random sample of the 
population has been surveyed in order to detennine the proportion of informal carers 
in the Republic ofIreland. 

6.2 Extent of caregiving in the Western Health Board 

It was found that 18% of homes contained a carer; the proportion rose to a quarter in 
county Mayo. Translated into numbers, this equates to 19,317 carers throughout the 
Western Health Board (Central Statistics Office, 1997b). These estimations represent 
a substantial section of the Board's population for consideration in the planning of 
health and social services. 

It is difficult to compare the extent of caregiving in the Western Health Board with 
fmdings from other studies because different definitions of carers were used. As 
caregiving is primarily to the elderly, it could be assumed that the proportions of 
carers are higher than for Ireland as a whole due to the higher proportions of elderly in 
the Western Health Board. 

6.3 The carers and the caring role 

Providing care proved to be an extremely time consuming activity with most of the 
carers involved in caregiving all day, seven days a week. The majority of carers were 
required to be on-call 24 hours a day 7 days a week with many carers being wakened 
during the night by the person they look after. One in ten carers were providing 
constant care (168 hours a week), leaving them no time for themselves. Being a carer 
was also a long-term responsibility with many having provided care for more than ten 
years. These findings are supported by another study of carers of the elderly 
(O'Connor and Ruddle, 1988); over half of the carers surveyed were required to be 
available all the time or almost all the time. A study of carers of dementia sufferers 
(Ruddle and O'Connor, 1994) found that this group required even more care. Two 
thirds of these carers were always required to be on-call 24 hours a day and over half 
spent between 8 and 14 hours a day providing care. 

As with the previous studies into informal carers (e.g. O'Connor and Ruddle, 1988; 
Evason and Whittington, 1995), the carers in this study were more likely to be female 
and married but not in paid employment. Most of the carers were aged 25-55 years, 
however some could be described as elderly themselves (8% were aged over 65 
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years). Most of the carers were looking after a parent or spouse who had been living 
with them before the need for care arose. The carers who did not live with the person 
they looked after generally lived within 5 miles of them and had the use of a car to 
visit the person they looked after. 

The people receiving informal care were mostly elderly. The most common 
difficulties experienced by them were physical disabilities, frailty or old age and 
physical illnesses. Mental illnesses and incontinence were also relatively common. 
They also experienced depression, loneliness and anxiety. 

The main tasks undertaken by the carers were domestic chores, keeping the person 
safe and supervising medication. Many carers were involved in tasks relating to the 
personal care of the person such as washing, dressing and toileting. Keeping the 
person company and alleviating loneliness were considered to be important aspects of 
the carer' s role. 

These results are somewhat similar to those from other studies of Irish carers. For 
example a national study of carers of the elderly (O' Connor and Ruddle, 1988) found 
that the people receiving care tended to have long-term physical health problems or 
disabilities and depended on the carer for preparing meals, washing and bathing. 
Around a quarter of those receiving care were incontinent and one in five had 
problems with soiling. A study of carers of people with dementia found that this 
group were more likely than the elderly in general to require assistance with soiling 
and incontinence and were less likely to be able to wash themselves or prepare meals 
(Ruddle and O'Connor, 1994). 

The time spent providing care and the tasks undertaken by informal carers suggest 
that residential care and often specialist nursing care may have been required if the 
carer was not available. This demonstrates that informal carers are a valuable and 
often essential resource for the health services . 

6.4 Becoming a carer 

For half of the carers, no other form of care was considered when the need for care 
arose. Some considered using the services of the Public Health Nurse, a Home Help 
or hospital care. In general most of the carers were happy to take on the role. A 
minority of the carers studied gave up employment or study to become a carer and 
many of the carers who did this were not happy to make this change. For nearly half 
of the carers, their expectations about being a carer matched reality, however 38% 
found being a carer worse than they expected. 

6.5 Effects of being a carer 

Being a carer has a significant impact upon many aspects of the carer' s life. In 
response to open-ended questions, many of the carers talked about how their lives 
have completely changed or have been 'turned upside down' since they took on the 
role. 
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6.5.1 Physical effects 
Although most of the carers reported being in good physical health two thirds claimed 
that they experienced extreme physical tiredness or exhaustion; 28% reported a 
deterioration in health since becoming a carer. We cannot determine whether or not 
this reported deterioration is real or (if it is real) if it is a result of being a carer. 
Physical health often declines with age and the stress of a loved one being ill or 
disabled may in itself be related to a decline in health. It is however likely that the 
decline in physical health is a result of being a carer. As this study illustrates, 
providing informal care is usually a time demanding task, many carers were regularly 
on-call 24 hours a day and do not get a break. The emotional and social effects of 
being a carer (addressed in the next section) may also adversely affect physical health; 
the carers in this study who had poorer health or whose health had deteriorated since 
they became a carer were also likely to report more psychological symptoms (e.g. 
anxiety, depression). 

A number of previous studies have also found that carers report that their role as a 
carer has had a negative effect on their physical health. For example a longitudinal 
study (Evason and Whittington, 1996) found that carers reported a deterioration in 
physical health over the two years of the study and that the deterioration was 
attributed to the caring role. Nearly a quarter stated that they sustained some injury 
through lifting the person. In a study of the Galway area, over a third of carers 
claimed that being a carer affected their physical health (Syron, 1995). 

6.5.2 Social effects 
Although most carers were happy to become a carer, the majority agreed that being a 
carer has had a profound effect on their social and family life. Very high proportions 
of carers did not get to go out as often as they would like and did not see their friends, 
partner or family as often as they would like. Of the carers who did get a break, many 
worried about the person they looked after and thus would have found it difficult to 
relax. Some carers mentioned that they were tied down and couldn't go out when they 
wanted and that they had no freedom and no social life. The social effects of 
providing care are also highlighted in findings from previous studies. Syron (1995) 
found that for 42% of carers their social life was greatly affected by their role. In a 
study of carers of people with dementia Connors (1998) found that these carers were 
even more likely to find it difficult to meet friends socially and pursue their own 
hobbies and interests. Both Evason and Whittington (1995) and O'Connor and Ruddle 
(1988) found that many carers gave up paid employment to take on the role thus 
missing out on both the financial and the social benefits of employment. 

6.5.3 Psychological effects 
Substantial proportions of carers felt that that they did not have enough time to 
themselves and did not have enough privacy as they would like. This was a particular 
issue for carers of Alzheimerl dementia patients and for carers who had been 
providing care for a long period of time. Many carers felt resentful at other members 
of their family for not sharing the burden of care, younger carers were particularly 
affected by this. Most carers felt that they were valued by the person they look after 
and were not put down by that person, however very few carers felt that they their 
caring role was valued by the authorities. 
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Negative emotions were also found to be common among carers in previous studies. 
For example Connors (1998) found that carers of people with dementia often 
experienced a sense of bereavement, stress and anxiety. Female carers and young 
carers were found to be at higher risk of having poor family support and high levels of 
depression and anger. 

In order to allow informal carers to continue to provide care for individuals in their 
own homes (a goal articulated in the National Health Strategy and in the Strategy for 
Services for Older People) it is essential that efforts be made to promote their physical 
and mental health. It is likely that the negative psychological and social effects of 
being a carer would in turn affect the individual' s physical health and ability to 
continue to provide care. Carers should get regular opportunities to take a break, safe 
in the knowledge that their loved one is receiving high quality care. Carers should be 
encouraged to look after their own health and should be targeted as a special group for 
health promotion initiatives. Psychological and counseling services should be 
available to all carers who require them. 

6.6 Financial aspects of informal care 

Although informal carers provide care for individuals who would otherwise require 
residential or nursing care from the state, only a minority of carers were in receipt of 
the carer' s allowance (the only Social Welfare provision for people providing full
time care). Furthermore, receipt of the carer's allowance did not differ according to 
socio-economic group. Most of the carers received no fmancial rewards and the issues 
of payment, benefits and financial rewards arose again and again as the key concerns 
in response to open-ended questions. 

The financial effects of providing care were addressed in a number of previous studies 
of carers. Evason and Whittington (1995) found that the majority of carers claimed 
that their financial situation ,had got worse over the duration of the study (two years). 
The carers attributed the change to the increased costs of running the household 
(laundry, food, etc.). A local study (Syron, 1995) also found that a high proportion of 
carers, (particularly those residing in rural areas) reported financial strain as a result of 
being a carer. 

We can assume that the majority of those receiving substantial informal care would 
otherwise require residential care at the expense of the state (88% hold medical 
cards). Grant aid for older people in residential care comes in the form of subvention 
at a maximum rate of £120 per week (Larkin, 1998). If 88% of the carers who 
provided overnight care in the Western Health Board were receiving full subvention 
towards nursing home costs this would cost approximately £1 ,346,280 each week. If 
the 26% of carers in the Board who receive the carer's allowance received the 
maximum rate of £76.50 per week it would cost approximately £38,403 each week. 
This represents a weekly difference of £1 ,307,877 and approximately £68,009,604 
over a year. It is therefore clear that carers save the government substantial amounts 
of money. 

The fact that the carer's allowance may not be received in addition to other social 
welfare payments ( excluding child benefit) may be a disincentive for people 
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considering providing care. It may also explain why carers from the lower socio
economic groups were not more likely to receive the carer's allowance and why older 
people were less likely to receive the carer's allowance. Many of these people may be 
receiving another form of state support. However some carers may not know about 
their entitlement. The means test for the carer's allowance may discourage potential 
carers, as the income of their spouse would also be considered. The amount of 
allowance received may also be considered too low for someone to give up paid 
employment to take on the role. 

These findings indicate that the level of financial support and the means test should be 
reviewed at a national level in consultation with the carers themselves. All carers 
should be made aware of their entitlements in this area and have an opportunity to 
discuss these with people who could provide them with accurate information and 
advice. 

6.7 Support and services 

It appears from the results of this study that large numbers of carers receive little or no 
support from the Board or from family and friends. Although the carers' main concern 
was that of financial support, it is clear that other types of support were required. 
Many carers found it difficult to get somebody to take over when they want a break. 
Family and friends provided emotional support and were the main sources of practical 
assistance; however half the carers received no help in looking after the person. Only 
half of those who do receive help are assisted with domestic chores and personal care. 
Most help comes in the form of sitting with the person requiring care. Support from 
the Board mainly came in the form of a home help, however only 15% received this 
service. Although many of the carers were aware that day centres, respite, home help 
and Public Health Nurse services are all available from the Health Board only a 
minority of carers availed of these services. 

A study of carers of the dependent elderly in Dublin also found that although levels of 
awareness of available services was high the use of services was generally low. Day 
centres and clubs were popular and acceptable to a minority of carers and relatives of 
carers played an important role in facilitating carers to accept formal domiciliary care 
(Jennings, Sayers, Doorley and Deehan, 1997). Many of the carers in Syron's (1995) 
study received little or no formal support. Almost three quarters did not receive the 
services of a home help and 70% received no services from any voluntary body. Only 
13% of the carers availed of respite services. Although the carers had high levels of 
awareness of statutory services few carers received statutory services other than the 
GP, Public Health Nurse and Home Help. 

Ruddle and O'Connor (1994) again found that most carers had contact only with the 
GP and Public Health Nurse. The carers perceived services such as laundry, 
residential care, day care and support groups to be very necessary; however for 
around half of the carers such services were unavailable. Connors' 1998 study 
revealed similar patterns, around 40% of the carers of people with dementia did not 
have access to important services. Finnucane, Tiernan and Moane (1994) examined 
health and social services which support the carer directly or indirectly. The services 
included training and information, support groups, sitting services and respite care. 
They concluded that there is very little provision of support services for carers 
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catering specifically for their needs. Many of the services most relevant to carers 
(home helps, meals on wheels and respite care) were discretionary and often relied on 
voluntary workers. Community and hospital services were perceived to be over
stretched and inadequate; the majority of services required referrals and waiting lists 
for essential services were often up to one year. Prioritisation for services was usually 
based on medical criteria alone and in some cases services were not provided if a 
carer was available. 

There may be a variety of reasons for non use of services; the carer may feel that they 
do not need the service, he or she may not be entitled to the service (or believe this) or 
the carer may chose not to use the service for another reason. The fact that some 
carers in this study identified respite care and day centres as services that would be 
most useful indicates either that these services were not available locally or that carers 
were not aware of these services. This emphasises the importance of carers being 
made aware of their entitlements. Although day care and respite care are available in 
each of the counties of the Board (Western Health Board, 1998) the ease with which a 
carer can access these services should be examined. The Board also needs to assess 
the adequacy of the current level of respite services in the light of the findings of this 
survey. 

Carers' support groups were also identified by carers as a service that would be 
useful. The viability of setting up more local groups should therefore be examined by 
both the statutory and voluntary services. Although special training in caregiving was 
further down the carers' list of priorities some carers may benefit from special 
training. Advice and information on caregiving was however ranked as being useful 
by 19% carers. Perhaps carers would benefit from some training and information on 
caregiving and on their entitlements. This training could be informal in conjunction 
with a health professional such as the Public Health Nurse or as part of the support 
groups. A recent evaluation of a carers training programme in the North Eastern 
Health Board found the course to be highly successful (Stakelum, Bedford and 
Browne, 1998). 

Many of the carers mentioned that they would like more respect and 
acknowledgement from the Health Board and the majority did not feel that their role 
as a carer was valued by the authorities. Acknowledgement and respect is important in 
maintaining the mental health of carers and preventing low morale. The Health Board 
could acknowledge the role of carers by providing practical support and adequate 
fmancial reward for the service provided. The Board should also make an effort to 
consider and involve carers in the planning of health services (especially in changes 
which will affect them or the person they look after). Other, more creative means of 
acknowledging the role of carers should also be explored. 

Most of the carers required special supplies of medication, food and continence 
supplies; most of them obtained these supplies themselves. Some carers who required 
continence supplies had difficulty obtaining these supplies; only one in five had them 
delivered. These problems may result from a need to travel to specialist shops and 
difficulty getting out if the person they look after can not be left alone. It is therefore 
recommended that these essential supplies are delivered to carers. 
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6.8 Positive aspects of being a carer 

It is notable that many of the studies into the experiences of carers have focused on 
the negative aspects of providing care (e.g. the psychological and social effects) . It is 
however clear that some carers experience satisfaction with their role and benefit from 
the caring relationship. Most of the carers felt valued by the person they look after, 
many find being a carer rewarding and enjoy providing care (at least some of the 
time). The vast majority were satisfied with their role at least sometimes and felt 
appreciated by the person they looked after. 

O'Connor and Ruddle (1988) also found that carers tended to rate the quality of the 
relationship between themselves and the person they care for as good or very good 
and were pleased with the interactions in the caring relationship. Nearly three quarters 
were satisfied or very satisfied with their life at present. Other positive aspects of 
being a carer included feeling appreciated, satisfaction at fulfilling ones duty and the 
companionship and love in the caring relationship. 

6.9 The people receiving care 

Those receiving informal care who took part in the study may be unrepresentative of 
the recipients of informal care generally (only 56% of the people receiving care were 
able to participate and fewer participants were aged over 75 years). The people who 
were unable to participate may have been more severely ill or disabled. The results do 
however give us an indication of the views of those receiving care, an important and 
vulnerable group largely ignored in previous studies. 

The results show that the people in receipt of informal care were generally extremely 
satisfied with the quality of different types of care received. However, a small number 
of people reported dissatisfaction with aspects of their care. 

Responses to the questions on the carer' s anger and frustrations towards the person 
receiving care highlight a need for some monitoring of informal carers by a health 
professional. The carers themselves reported getting angry and aggressive at times 
and around a third of people receiving care reported that their carer got angry and 
frustrated . In some cases, these reactions may be a result of the heavy demands of the 
caring role and need to be addressed. One way would be to give the carer and the 
person receiving care an opportunity to discuss any problems with a professional who 
would deal with the situation as appropriate. 

It is interesting to note that high numbers of the people receIvmg care felt that 
preparing meals and shopping were the most important tasks that the carer assists 
with. It would be relatively easy and inexpensive for the Board and for voluntary 
organisations to provide short-term support in these areas. This might enable some 
carers to take breaks and so help preserve their mental and physical health. 

The importance of the carer' s role in being with that person and keeping him or her 
safe is illustrated by the fact that 60% of the group worried that something would 
happen to them when their carer is not there. Moreover, almost half the carers were 
always worried about the person they looked after when they were on a break. This 
illustrates how highly dependent the people receiving care are on their carers. 
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The people receiving care were also concerned about their carers. Many of those 
receiving care have worries about the person who looks after them; they worry that 
their carer is unhappy, they worry about the health oftheir carer and they worry about 
the cost of care. This shows how the strain of being a carer can impact the mental 
health of the person receiving care and again illustrates the need for improved support 
for carers. 

6.10 Members ofthe public who are not carers 

The results show widespread support for the notion of informal care in the community 
and positive attitudes towards the idea of becoming a carer. Informal care was 
believed to be the best choice of care for the patient because the person would remain 
in their own home. The individual's home was perceived to be the best environment 
for care and recovery because the person would feel secure, happier and independent 
there. This supports the Board's current policy in relation to care of the elderly 
(Department of Health, 1994). There was also a strong perception that the family have 
a duty to provide care if they could. The fact that males were less willing to provide 
care than females may indicate a perception that it is the duty of the female to provide 
informal care: the majority of informal carers are female (88%). 

The main reasons for choosing informal care as opposed to care in a nursing home or 
hospital care related to positive attitudes towards home care, not negative attitudes 
towards other types of care (although a minority claimed that they did not like nursing 
homes and hospitals). The most popular reason for choosing nursing home care was 
that there was nobody to provide informal care. Positive attitudes to nursing homes 
and hospitals were expressed in the reasons for choosing these forms of care. Many 
believed that these institutions provided good quality care and had a good reputation 
and facilities. 

The responses to the questions on choice of care for self were generally similar to 
those on choice of care for a member of the family, with one exception. The main 
reason for choosing nursing home or hospital care (chosen by 17% of people) was that 
they did not want to be a burden or a hindrance. Perhaps if carers received payment 
for their work this perception might be avoided. It is likely that some of the people 
receiving care may also feel that they are a burden and may require reassurance 
regarding this . 
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7. CONCLUSIONS AND RECOMMENDATIONS 

Carers represent a substantial proportion of the Board's population and make a huge 
contribution to the care of the physically and mentally ill and disabled. Informal 
carers provide long term care yet receive little formal or informal support. Many 
carers devote all their time to their caring role and are on-call 24hours a day to help 
the person they look after. 

The results of this study strongly indicate that people in the west of Ireland have a 
positive attitude to informal care. This is supported by the following findings: 

• Carers were generally happy to become a carer. 
• Carers rarely considered any alternative care when the need for care arose. 
• The majority of carers found it rewarding, feel appreciated by the person they care 

for and enjoy being a carer. 
• Most non-carers would choose informal care for themselves or a family member 
• Over half of non-carers would be willing to provide care themselves. 
• There is a general perception that home is the best environment for an ill or frail 

person and that family members should provide care if they could. 

It is therefore clear that the population of the Western Health Board are predisposed to 
the idea of "maintaining older people in dignity and independence in their own home" 
and support the notion of "the care of older people in their own community" (National 
Health Strategy, Department of Health; 1994). The study also illustrates the profound 
physical, psychological, social and financial effects of providing constant care on a 
long-term basis in the absence of practical, emotional and financial support. 

The following recommendations are made: 

1. Health services should improve systems of support for informal carers and those 
they care for. This could include: 

• Regular access to a health care professional for carers, to discuss support 
needs and to provide guidance and training if required. 

• Regular meetings with people receiving care to discuss levels of satisfaction 
with the arrangements and any concerns they may have. 

• An examination of the provision of respite and day care services, Home Helps, 
continence supplies and meals services within the Board with a view to 
ensuring that informal carers can easily access the services required and take 
regular breaks. 

• The provision of information on availability of support services locally and 
how to access them. 
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2. Carers, people receiving care and the health professionals who come into close 
contact with them should be consulted in the planning of health and social policies 
and services that may affect carers. 

3. Carers should be made aware of their entitlements under the carer's allowance and 
other Social Welfare schemes. 

4. The requirements for receipt of the carer's allowance and the renumeration 
offered should be reviewed at a national level. 

5. Carers should be viewed as a special group at risk of developing mental and 
physical health problems. They should therefore be targeted in health promotion 
initiatives. 

6. Voluntary groups and statutory bodies should be encouraged to consider the 
establishment of carers' support groups or carers' forums where carers can 
provide support for each other. 

7. The Board should explore ways in which its appreciation for the valuable work 
carers undertake can be expressed. 

8. Strategies for addressing anger and frustration in the caring relationship should be 
developed. 

9. The public should be made aware of the positive aspects of caring and the 
satisfaction experienced by carers. 
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WESTERN HEALTH BOARD - SURVEY OF CARERS

PEOPLE GIVING CARE 

Good morning/afternoon/evening. My name is .... . from MRC, an independent market research 
agency and today we are carrying out a survey about health issues, on behalf of the Western Health 
Board. 

Q.l Is there anybody in this house who cares for someone who cannot look after 
themselves due to illness, disability or frailty in old age? 

IF YES: 

EXPLAIN: By 'care' I mean that they help the person with any of the following tasks: 

~ washing & bathing 
~ dressing & undressing 
~ preparing meals 
~ tasks relating to toileting 
~ minding someone who cannot be left alone 

Yes 
No 

I 
2 

CONTINUE 
SKIP TO Q.49A 

Determine which member of the household is the carer, with primary responsibility for 
caregiving. If that person is the respondent then continue with the questionnaire. If someone 
else is the carer, ask to speak to that person and introduce yourself again. If the carer is not 
available, make an appointment to come back and complete the interview. 

Q.2a Firstly, could you tell me on how many weekdays 
each week you provide care to the person you look 
after. 

Q.2b And on how many weekend days each week to you 
provide care? 

None 
One 
Two 

Three 
Four 
Five 

IF RESPONDENT LOOKS AFTER PERSON ON WEEKDAYS(Q.2a, CODES 
2-6), ASK Q.2c 

IF NOT, SKIP TO Q.2d 
Q.2c Could you tell me how many hours each day during the week you spend 

caring for the person you look after at these times. 
READ OUT. WRITE IN ANSWERS IN GRID BELOW. RECORD FULL HOURS 
ONLY, NO DECIMAL POINTS. 

; 
.. ::," Q:iC ,'_' :',;\-- ''"-'" ' 

I 
2 
3 
4 
5 
6 

2 
3 

Q:2d "";---
Weekdays Weekends 

In the morning (from 7am to 12pm) 
In the afternoon (from 12pm to 6pm) 

In the evening (from 6pm to I I pm) 
Overnight (from IIpm to 7am) 

IF RESPONDENT LOOKS AFTER PERSON ON WEEKENDS (Q.2b, CODES 
2-3), ASK Q.2d. IF NOT, SKIP TO Q.3 
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Q.2d 
times? 

And how many hours each day at weekends do you spend at each of these 
READ OUT. RECORD ABOVE. 

Q.3 Do you live with the person you care for? 

QA When you began giving care to this 
person did you move in with himlher 
or did he/she move in with you or 
were you already living together? 

Carer moved in 
Person receiving care moved in 

Already living together 

1 
2 Go TO Q.8 
3 

IF CARER DOES NOT LIVE WITH PERSON RECEIVING CARE, ASK Qs.5-7 

Q.5 How far away do you live from the person you care 
for? PROBE TO PRECODES. 

Q.6 What method of transport do you usually use to visit 
the person you care for? 
PROBE TO PRECODES. 

Q.7 How long does it usually take you to get to the home 
of the person you care for? 

ASK ALL 
Q.8a 

PROBE TO PRECODES. 

Are you related to the person you care for either 
by marriage/cohabiting or by blood? 

Q.8b What is your relationship with the person you 
care for? Respondent is . .. 
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Less than 1 mile 1 
1 - 2 miles 2 
3 - 5 miles 3 

6 -10 miles 4 
More than 10 miles 5 

Don't know 6 

Private car 1 
Taxi 2 
Bus 3 

Train 4 
Motorbike/scooter 5 

Bicycle 6 
Walk 7 

Other (specify) 8 

1 - 15 minutes 1 
16 - 30 minutes 2 
31 - 45 minutes 3 
46 - 60 minutes 4 

1-2 hours 5 
Longer 6 

CONTINUE 

2 SKIPToQ.9 

Spouse/partner 1 
Son/daughter 2 

Son-in-Iaw/daughter-in-Iaw 3 
Brother/sister 4 

Niece/nephew 5 
Uncle/aunt 6 

Parent 7 
Parent-in-law 8 

Other (specify) 9 



Q.9 How long have you been caring for this person? Less than 6 months 
PROBE TO PRECODES 6 months - 1 year 

1-2 years 
3 - 5 years 

6 - 10 years 
More than 10 years 

Q.I0a What were the circumstances in which you began to care for this person? 
PROBE FULLY. 

SHOWCARD'A' 
Q.I0b Apart from taking on the role of carer 

yourself, what other forms of care, if any, 
were considered for the person you care 
for? PROBE TO PRECODES. 
MULTIPLE ANSWERS PossmLE. 

Q. l1 How old is the person you care for? 

Q.12 What is the sex of the person you care for? 

Q.13 Does the person you care for have any of the 
following? READ OUT. 
MORE THAN ONE ANSWER POSSmLE. 
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Care provided by someone else 

Other (specify) 

Nursing home care 
Hospital care 

Home help 
Home care assistant 
Public health nurse 

Private nurse 

None 
Don' t know 

Under 5 years 
5 -11 years 

12 -15 years 
16 -25 years 
26 - 35 years 
36 -45 years 
46 - 55 years 
56 -65 years 
66 -75 years 
Over 75 years 

Don' t know 

Male I Femal~ 
Medical card 

Health insurance 
Long-term illness book 

None of these 

1 
2 
3 
4 
5 
6 

1 
2 
3 
4 
5 
6 
7 
8 
9 
10 

1 
2 
3 
4 
5 
6 
7 
8 
10 
11 
12 

2 

1 
2 
3 
4 



I 

SHOWCARD 'B' 
Q.14 Does the person you care for experience any 

of these difficulties? Just call me out the 
letter on the card next to the statement. 

Physical illnesses 
Mental illnesses 

Physical disabilities 
Learning disabilities 

Frailty/old age 
Demential Alzheimers Disease 

Incontinence (urinary) 
Soiling 

None of these 

.Q. ~5-~_\VliiW~o{ t.he ·folloWini~~6 _yo~'he1P'-t¥_·persoi{ you' dii~e f~r '~ih1 RE@ 
.~._ ~)L~~Qtrr£ > -,/~;, --;~,,·;t.;;;~.>'>~·:~.~ ,;:.~:~ ;,:.,';,~~ :', -::'" _. :2';~'';> .~. ". ",. ;' .. ~,:, .: 

",7"Q,IS ',,:' , 
'.,,' . .' '/ 0.16 

1 
2 
3 
4 
5 
6 
7 
8 
9 

ROTATE 0STARTING POINT CAREGlVE : No LITILE SOME A LOT OF 
\. • "f: ..... t.;£: 

"'; R 'HELPS ''''' DIFFICULTY DIFFICULTY DIFFICULTY 
Washing hands and face ~ c./ 1 ;,,,:~, 

"; 1 2 3 
All over wash ~--~ -' 2 :'3 " 1 2 3 
Using the toilet '-' :'·3 . ",.~' '. 1 2 3 
Shaving/brushingharr ';~?;:;",! 4. i~ ;;" 1 2 3 
Preparing meals . ,~.l 5; r. . ~ 1 2 3 .-
Making tea and snacks .:,-;. 6 . ~ '! 1 2 3 ,',0 ;'" 

Feeding him/her ~.t 

7 '. \,,~ 1 2 3 ,-. ~" •. 
Shopping ;;"'.~\';; S' " 

".;.:.'~ 

1 2 3 
Cleaning the house .' " ,9 .... , ., 

1 2 3 '1: 

Moving about indoors ",- dO ' .... > I 2 3 
Climbing starrs or steps -"c, J1..:: ' 

", 

I 2 3 
Staying safe at home -' ,t-- u £ I 2 3 
Getting in and out of bed '~'~:lJ" ;'.:,. I 2 3 
Dressing and undressing 1"-" 

: 14 ~ ~ I 2 3 
Lighting a fire .. : '1,+'15- ' "~~ 

'~ .. I 2 3 
Taking medication " '-~', .. 16 '-I-:.::':'~ I 2 3 ... (~.~ 
Communicating with others - ~~ :' f7 $ .~. ~~J " I 2 3 

FOR EACH TASK RESPONDENT HELPS WITH, ASK: 

Q ,16 How much difficulty does the person you care for have in performing the 
following? 

PROBE TO PRECODES 

Q.17 How often if ever does the person you care for experience the following? READ OUT. 

D 
D 
D 
D 
D 
D 
D 
D 

Q.18 

ROTATE 0STARTING POINT NEVER 
Loneliness 1 
Depression I 
Anxiety I 
Angr)' outburst I 
Confusion I 
Wandering by day I 
Wandering by night 1 
Sleeplessness 1 

Does your caregiving involve keeping the person 
company or alleviating loneliness? 

55 

SOMETIMES OFTEN 
2 3 
2 3 
2 3 
2 3 
2 3 
2 3 
2 3 
2 3 

DIFFICULTY 

4 
4 
4 
4 
4 
4 
4 
4 
4 
4 
4 
4 
4 
4 
4 
4 
4 

ALWAYS 
4 
4 
4 
4 
4 
4 
4 
4 
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Q.19 

Q.20 

Are you required to be "on call", that is available to help the 
person you care for 24 hours a day ... ? 

(a) .. . during the week? 

(b) .. . at weekends? 

How often, if ever, are you wakened during the night 
by the person you care for? 
PROBE TO PRECODES. 

SHOWCARD 'C' 

l Yes 
I No 

Q.19a Q.19b 
WEEKDAYS WEEKENDS 

1 1 

2 2 

Every night 1 
4 - 6 times a week 2 
2 - 3 times a week 3 

Once a week 4 
Once every 2 weeks 5 

Once a month 6 
Less often 7 

Never 8 

Q.21a While looking after the person, do you experience any of these? 
Call me out the number on the card next to the statement. 

Q.21A 

Get angry with the person you care for 1 
Lose your temper with the person you care for 2 
Shout at the person you care for 3 
Get frustrated with the person you care for 4 
Feel like slapping/hitting the person you care for 5 

ASK FOR EACH EXPERIENCED AT Q.21A: 
Q.21b How often do you experience ... ? 

Q.22 How would you rate your own physical health at present? 

PROBE TO PRECODES 

Q.23 How would you describe your physical 
health now compared to when you first started 
caring for this person? 
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Q.21B PROBE TO PRECODES 
NEVER SOMETl OFTEN ALWAYS 

MES 
1 2 3 4 
1 2 3 4 
1 2 3 4 
1 2 3 4 
1 2 3 4 

Very good 1 
Good 2 

Fair 3 
Poor 4 

Very poor 5 

Much better 1 
Slightly better 2 

About the same 3 
Slightly worse 4 

Much worse 5 



• 

Q.24 I am going to read out a number of statements other people have made about 
the effects of being a caregiver on their personal lives. After each one I would 
like you to tell me how strongly you agree or disagree with it. PROBE TO 
PRECODES. 

Agree Agree a Neitber 

Strongly little agree nor 

ROTATE Ii:ISTARTING POINT 
disagree 

U I cannot get out as often as I would like 1 2 3 
o I do not get to see my friends as often as I would like 1 2 3 
o I do not get to see my family/children as often as I 1 2 3 
would like 
o I do not spend enough time with my partner 1 2 3 
U I feel resentment at other members of my family 1 2 3 
because they do not carry their share of the burden 
U I do not have enough time for myself 1 2 3 
o I do not have as much privacy as I would like 1 2 3 
o It is a financial strain 1 2 3 
o I am put down by the person I care for 1 2 3 
o I am valued by the person I care for 1 2 3 
U I am valued by the authorities because I am a carer 1 2 3 

ASK Q.25 ABOUT ONLY THE TIME PERIODS WHEN RESPONDENT 
PROVIDES CARE (Q.2A1Q.2B) 

Disagree 
a little 

4 
4 
4 

4 
4 

4 
4 
4 
4 
4 
4 

Q.25 How easy or difficult is it for you to get somebody to take over when you want 
a break ... 

(a) ... on weekdays during the day? 
(b) ... on weekdays during the evening/at night? 
(c) ... at weekends during the day? 
(d) ... at weekends during the evening/at night? 

Disagree 
strongly 

5 
5 
5 

5 
5 

5 
5 
5 
5 
5 
5 

WEEKDAYS WEEKENDS 

DAYTIME EVENING/NIGHT 

PROBE TO PRECODES (A) 

Very easy 1 
Quite easy 2 
Neither easy nor difficult 3 
Quite difficult 4 
Very difficult 5 
N/A 6 

Q.26 When you take a break from the person you care for, how 
often, if ever, do you worry about them? 
PROBE TO PRECODES. 
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(B) 

1 
2 
3 
4 
5 
6 

DAYTIME EVENING/NIGHT 

(C) (D) 

1 1 
2 2 
3 3 
4 4 
5 5 
6 6 

Always 1 
Often 2 

Sometimes 3 
Never 4 

Never take a break 5 



: .:.. ... '.' , , , 

", Q.27 Q.28 . - MUCH SUGHTL ABOUT SUGHTL 
ROTATE 0STARTINGPOINT 

, 
"~., . ."":":. BETTER YBETTER THE SAME YWORSE 

Feeling that you can't cOj)e J .. 1 2 3 4 
Anxiety/panic attacks :c~:,, 2 . '-. -,' 1 2 3 4 
Depression -, 

' ,, -3 1 2 3 4 
Difficulty sleeping : ";-·::;,:'4 _,'-\ 1 2 3 4 
Feeling neglected 'v:'5·· .. ~·':'i I 2 3 4 
Feeling worthless . .r .'~~ 6 ::' ,,::' 1 2 3 4 

J Short temper/ 'snappy' 1:,--'.1 ;·,'f-/-f,' 1 2 3 4 
Extreme physical tiredness/exhaustion ./,t. g , -< ; ':'~/";: I 2 3 4 
Extreme mental tiredness/exhaustion ". ~·._----9 t_~ 1 2 3 4 
None of these 1"": 10 '~ .• 

FOR EACH MENTIONED, ASK: 

Q.28 Is ... (answer from Q.27} ... better, worse or about the same now compared to 
when you first started caring for this person? RECORD IN GRID ABOVE. 
PROBE TO PRECODES. 

Q.29 How often, ifever, do you ... ? READ OUT. PROBE TO PRECODES. 

D 
D 
D 
D 
D 
D 

D 

D 

D 

ROTATE 0STARTING POINT 

Enjoy being a caregiver 
Find caregiving rewarding 
Feel satisfied with your role as a caregiver 
Feel embarrassed at being a caregiver 
Feel appreciated by the person you care for 
Worry about being ill and being unable to look after the 
person 
Feel embarrassed at the behaviour of the person you care 
for 
Feel guilty about getting angry with the person you care 
for 
Wish you had not taken on the role of caregiver 

Q.30 How would you rate your quality oflife at present? 
PROBE TO PRECODES. 

Q.31 How would you describe your quality of life now 
compared with when you started caring for this person? 

SHOWCARD 'D' 
Q.32 Which of these best describes you? 

NEVER SOMETIMES OFfEN 

1 2 3 
1 2 3 
1 2 3 
1 2 3 
1 2 3 
1 2 3 

1 2 3 

1 2 3 

1 2 3 

Very good 
Good 

Fair 
Poor 

Very_poor 

Much better 
Slightly better 

About the same 
Slightly worse 

Much worse 

Working full-time I 
Working part-time 2 

MUCH 

WORSE 

5 
5 
5 
5 
5 
5 
5 
5 
5 

ALWAYS 
4 
4 
4 
4 
4 
4 

4 

4 

4 

1 
2 
3 
4 
5 

1 
2 
3 
4 
5 

Studying full-time 3 CONTINUE 
Studying part-time 4 

None of these 5 SKIP TO Q.34A 
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Q.33 How easy or difficult is it to combine your 
work/study with caregiving? 
PROBE TO PRECODES. 

SHOWCARD 'E' 
ASK ALL: 

Very easy I 
Quite easy 2 

Neither easy nor difficult 3 
Quite difficult 4 
Very difficult 5 

Gave up full-time job/study 1 
Gave up part-time job/study 2 

Q.34a Did your personal circumstances 
change in any of the following ways 
when you started caring for this person? Reduced the number of hours worked 3 CONTINUE 

Q.34b 

Q.34c 

How did you feel about making this change? 
PROBE TO PRECODES. 

Overall, how did you feel about taking on the 
role of caregiving when you started to care 
for this person? 
PROBE TO PRECODES. 

Q.34d Overall, has being a caregiver been better, worse or about 
the same as you expected when you first started? 
PROBE TO PRECODES. 

None ofthese 4 

Neither ha 

Neither ha 

Much better 
Slightly better 

About the same 
Slightly worse 

Much worse 

Q.34e How, if at all, has being a caregiver affected your life? 
PROBE FULLY. 

Q.35 Do you receive the special carers' allowance 

SHOWCARD 'F' 
Q.36 Do you receive any of the 

following types of 
payment for providing care? 
Just call out the number on the 
card next to the statement 

A 
B 
C 
D 

Payment from the health board (e.g. as a home help) 
Payment from the person receiving care 

Payment from other members of the person's family 
Payment from someone else (specify) 

No payment received 
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SlOP TO Q.34c 

2 
3 
4 
5 

1 
2 
3 
4 
5 

1 
2 
3 
4 
5 

2 

I 
2 
3 
4 

5 
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Q.37 How is your current financial situation compared to when 
you started caring for this person? 
PROBE TO PRECODES. 

Much better 
Slightly better 

About the same 
Slightly worse 

Much worse 

Q.38 How much support, if any, do you receive from your own family or friends in 
each of the following areas? READ OUT. 

No SUPPORT A LITTLE SOME 
SUPPORT SUPORT 

Financial/material I 2 3 
Practical (e.g. help with your chores) I 2 3 
Emotional (e.g. encouragement) I 2 3 

1 
2 
3 
4 
5 

A LOT OF 
SUPPORT 

4 
4 
4 

Q.39 Do you receive any practical help from other people in 

terms of actual care or domestic chores or sitting with 
and providing company for the person you care for? 

CONTINUE 

SHOWCARD 'E' 
Q.40 Who gives you this practical help? 

READ OUT. 
Q.40 Q.4t Q.42 

WRITE IN Personal care Domestic 
EXACT NUMBER chores 

Other family member( s) 1 1 2 
Friend(s) 2 
Voluntary worker 3 1 2 
Cleaner 4 1 2 
Private nurse 5 1 2 
Care assistant 6 1 2 
Home help 7 1 2 
Someone else (specify) 8 1 2 

FOR EACH MENTIONED AT Q.40 ASK: 

Q.41 Approximately how many hours a week does/do ... (people) ... help you with 
the care of this person? RECORD IN GRID ABOVE. 

SHOWCARD 'H' 
Q.42 What type or types of help does/do ... (people) ... provide? 

RECORD IN GRID ABOVE. 
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SKlPToQ.43 

Sitting! 
company 

3 

3 
3 
3 
3 
3 
3 



SHOWCARD'I' 
Q.43a Do you require any of the following types of supplies for your role as a carer? 

Q.43a <: .43b Q.43c Q.43d 
Self Delivered Yes No Nature of difficulties 

Medication 1 1 2 1 2 
Continence Supplies 2 1 2 1 2 
Food supplies 3 1 2 1 2 
Other supplies 4 1 2 1 2 
(specify) 

5 1 2 1 2 

None needed 7 GOToQ.44 

FOR EACH TYPE MENTIONED, ASK Qs.43B-D 

Q.43b Do you get . .. (supplies) ... yourself, or are they delivered? 

Q.43c Do you ever have any difficulties obtaining ... (supplies)? 

IFYES,ASK: 
Q.43d What difficulties do you have obtaining . .. (supplies) ... ? 

ASK ALL: 
Q.44 Which of the following services are available privately or from the health board, in your 

locality? READ OUT. 

Q.44 Q.45 
Available Available Don't Use Use Use Use Never 

ROTATE Ii:1STARTING from the privately know weekly every every once a use 
POINT health 1-2 3-6 year or 

board months months less 
o Day Centre where the 1 1 3 1 2 3 4 5 
person could go for a few 
hours during the day 
o Short-term respite care 2 2 3 1 2 3 4 5 
where the person could go 
for a few days 
o Support group for 3 3 3 1 2 3 4 5 
caregivers 
U Emotional 4 4 3 1 2 3 4 5 
su pport/ counselling 

L Public Health Nurse 5 5 3 1 2 3 4 5 
[ Sitting service 6 6 3 1 2 3 4 5 
[ Meals on wheels 7 7 3 1 2 3 4 5 
o Home Help (to assist 8 8 3 1 2 3 4 5 
with domestic duties in the 
home of the person you look 
after) 
o Home care assistant (to 9 9 3 1 2 3 4 5 
assist with the personal care 
of the person you look after) 
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FOR EACH SERVICE AVAILABLE FROM HEATLH BOARD AND/OR 
PRIVATELY ASK: 
Q.45 How often does the person you care for use ... (service)? PROBE TO PRECODES. 

SHOWCARD 'J' 
Q.46 Please look at this list of services. Which one would be most useful for you as a caregiver. 

(INDICATE WITH A '1' IN GRID). Which one would be second most useful and which 
one third? (INDICATE WITH A '2' AND A '3' IN GRID). 

Day centres where the l'erson could go for a few hours during the day 
Short-term respite care where the person could go for a few days 

Support group for caregivers 
Emotional support/counselling 

Increased financial support for caregivers 
Advice/information on caregiving 

Special appliances for the person you care for 
Advice/information on the condition of the person being cared for 

Special training courses in caregiving 
Sitting service 

Meals on wheels 
Home helIJ{to assist with domestic duties in the home of the person you look after) 

Home care assistant (to assist with the personal care of the person you look after) 

Q.47 Is there anything that would make your role as a caregiver easier? 
PROBE FULLY. 

Q.48a Are there any other issues in relation to your role as a carer that you would like to bring to the 
attention ofthe Western Health Board? 

Q.48b 

PROBE FULLY. 

Would you be prepared to take part in future market research 
surveys on this same topic? 
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ALL RESPONDENTS WHO DO NOT HAVE A CARER IN THE HOME. 

SHOWCARD 'K' 
Q.49a If one of your immediate family became ill or disabled and required constant 

care, which of the options on this card would you choose for that person? 
ONE ANSWER ONLY. 

I would provide care myself 1 
Care would be provided by another member of my fumily 2 

Nursing home care 3 

Hospital care 4 

CONTINUE 

Don' t know 5 SKIP TO Q.50A 

Q.49b Why would you choose that form of care? 
PROBE FULLY. 

SHOWCARD 'K' 
Q.50a If one of your immediate family became ill or disabled and required care for a 

few hours during the day (e.g. to make meals etc), which of the options on this 
card would you choose? 
ONE ANSWER ONLY. 

I would provide care myself 1 
Care would be provided by another member of my family 2 

Nursing home care 3 

Hospital care 4 

CONTINUE 

Don't know 5 SKIP TO Q.51A 

Q.50b Why would you choose that form of care? 
PROBE FULLY. 
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IF RESPONDENT MENTIONS "PROVIDING CARE YOURSELF" AT Q.49A OR Q.50A, 
SKIP TO Q.52A. 

Q.51a Would you consider becoming a carer yourself? 

Q.51 b Why would you consider becoming a carer? 
PROBE FULLY. 

Q.51c Why would you not consider becoming a carer yourself? 
PROBE FULLY. 

SHOWCARD 'C' 
Q.52a If you yourself become ill or disabled and required constant care, which of these options 

would you prefer? 

To receive care from a friend or relative in their own home 1 
To receive care from a friend or relative in your own home 2 

Nursing home care 3 

Hospital care 4 
Don't know 5 
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CONTINUE 
SKIPToQ.51c 

SKIP TO Q.52A 

CONTINUE 

SKIP TO Q.53A 



Q.52b Why would you choose that form of care? 
PROBE FULLY. 

SHOWCARD 'C' 
Q.53a And if you became ill or disabled and required care for a few hours during the day (e.g. to 

make meals etc) which of these options would you prefer? 

To receive care from a friend or relative in their own home I 
To receive care from a friend or relative in your own home 2 

Nursing home care 3 

Hospital care 4 
Don 't know 5 

Q.53b Why would you choose that form of care? PROBE FULLY. 
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WESTERN HEALTH BOARD - SURVEY OF CARERS

PEOPLE RECEIVING CARE 

R98549 

Good morning/afternoon/evening. My name is ... .. from MRC, an independent market research 
agency and today we are carrying out a survey among people who are receiving care. Could I ask you 
some questions, please? 

SHOWCARD 'A' 

Q.l Overall, how would you rate the quality of the care 
which you receive from your carer? 

":~ Q.2" , 

<,~l VERY , 
ROTATE 0STARTING POINT 

-I" • SATISFIED 
,':;; ....... -:. 

" 

Preparing meals ' ,I ' f" 1 
feeding you t 2,~~ ,~ 1 
Shopping ." ' 3~ ,,~ 1 
Cleaning the house !/j: 4'~ I 1 

"- Keeping you safe from household ,," ~' ,~ 1 
accidents (e.g. fire, falling) .-,;,,~,,)\' 
Dressing and undressing /::~ 6 ',' 1 

D Personal care (e.g. washing & ~", 7-:, ;.\'; 1 
toileting) 

.t· " ",' ',; ,,','t;-,. 

FOR EACH MENTIONED, ASK: 

SHOWCARD 'B' 

Q.3 
QUITE NEITHER 

SATISFIED SATISFIED 

IDISSATISFIED 

2 3 
2 3 
2 3 
2 3 
2 3 

2 3 
2 3 

Q.3 How satisfied are you with the way your carer looks after ... (activity)? 

IF CARER HELPS WITH 2 OR MORE ACTIVITIES, ASK: 

Very good 
Good 

Fair 
Poor 

Very poor 

RATHER 

DISSATISFIED 

4 
4 
4 
4 
4 

4 
4 

Q: 4 ';,~~~W!ich'~oJi!}es~'~ii.N~_ iiitist' imD~rtan1~~!~yitx.]jJat"yqi~~~t!\~Jps :i6~Wi!1l?::,' 

I ~,~ "MOst ifuportaid ,', .' 
Preparing meals 
Housework and cleaning 2 
Talking with you 3 
Helping you wash 4 
Shopping 5 
Keeping you company 6 
Helping you dress/undress ... " ,', .. ' 7 ',' " 7 
Making sure that you are safe 8 
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1 
2 
3 
4 
5 

VERY 

DISSATISFIED 

5 
5 
5 
5 
5 

5 
5 

2 
3 
4 
5 
6 
7 
8 



IF CARER HELPS WITH 3 OR MORE ACTIVITIES, ASK: 

Q.5 Which of these activities is the second most important activity? 

Q.6 

And which is the third most important? RECORD ABOVE. 

When your carer started looking after you, did you have 

any say in the choice of who became your carer? 

SHOWCARD 'C' 

Q.7 How often, if ever, do you ... ? READ OUT STATEMENTS BELOW IN TURN. 

D 
D 
D 

D 
D 
D 

ROTATE 0STARTING POINT 

Feel embarrassed because you need care? 
Feel angry because you need care? 
Worry that something may happen to you when your 
carer is not there 
Worry about the health of the person who cares for you 
Worry that the person who cares for you is not happy 
Wo~ about the cost of being cared for 

NEVER SoMETIMES OFTEN 

1 2 3 

1 2 3 

1 2 3 

1 2 3 

1 2 3 

1 2 3 

SHOWCARD 'D' 

Q.8a Does your carer ever do any of these to you ... ? Just call me out the 
number next to the statement on the card. 

Q.8A 

ROTATE 0STARTING POINT 

Get an 1 
2 

ou 3 
4 
5 
6 

SHOWCARD 'E' 

Q.9 Here is a list of services and help that might be provided for you and your carer. Which one 
would be most useful for and your carer. (INDICATE WITH A '1' IN GRID). Which one 
would be second most useful and which one third? (INDICATE WITH A '2' AND A '3' IN 
GRID). 

Short-term respite care where you could go for a few days 
Day centres where you could go for a few hours during the day 

Increased financial support for your carer 
Increased financial support for you 

Advice/information for your carer on how to look after you 
Special appliances for you 

Special training courses for your carer 
More frequent visits from health professionals such as the Public Health Nurse 
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ALWAYS 
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4 

4 

4 

4 
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Table 4.27 Variables significantly correlated with number of symptoms experienced 
(Kendal/ Rank Order Correlations; N=98) 

Variable Nature of relationship 

Frequency of being wakened during the night by the person More frequent; more symptoms** 
Physical health Poorer health; more symptoms* 
Change in physical health Deterioration; more symptoms* 
I cannot~et out as often as I would like Agreement; more symptoms** 
I do not get to see my friends as often as I would like Agreement; more symptoms** 
I feel resentment at other members of my family because Agreement; more symptoms** 
they do not carry their share of the burden 
I do not have enough time for myself Agreement; more symptoms** 
I do not have as much privacy as I would like Agreement; more symptoms** 
It is a financial strain Agreement; more symptoms** 
I am put down by the person I care for Agreement; more sym~toms** 
I am valued by the person I care for Disagreement; more symptoms** 
Enjoy being a carer Less frequently; more symptoms** 
Feel satisfied with role as a carer Less frequently; more symptoms* 
Feel appreciated by the person you care for Less frequently; more symptoms** 
Worry about being ill and unable to look after the person More frequently; more symptoms* 
Feel embarrassed about the behaviour of the person More frequently; more symptoms** 
Feel guilty about getting angry with the person you care for More frequently; more symptoms** 
Change in quality of life Deterioration; more symptoms** 
Ease of combining caring with work/study Easier; more symptoms* 
Ease of combining cpring with work/study (workers! More difficult; more symptoms** 
students) 
Change in personal circumstances More change; more symptoms** 
Expectations vs reality Worse than expected; more symptoms** 
Change in financial situation Worse; more symptoms** 
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Table 5.5 Reasons for choice of care for a member of the immediate family who 
become ill or disabled and required constant care 

Total N = 402 (top 15) 

No. % 
Home is besU better care at home/ patient happier at home/ patient 147 37 
more secure at home/ home is more natural environmenU more 
independent at home 
I would provide care if I could/ do my best 58 14 
Family should provide care! expected of families! feel obliged/ feel 49 12 
duty to care for family 
Wouldn't be able to provide care/ lifestyle doesn't allow iU not 48 12 
qualified/ physically unable 
I would enjoy the work} would love to/ like to/ prefer to provide care 47 12 
at home 
Best care available 42 10 
A family member would do iU share the work} burden 33 8 
Depends on the severity/ level of illness 32 8 
Have provided care in the past, would do it again 29 7 
Wouldn't like relatives to end up in nursing homes/ don't like nursing 23 6 
homes 
Need support from district nurse/ Public Health Nurse/ Health Board 20 5 
Nursing homes provide good/ better care/ good reputation/ homely 16 4 
environmenU facilities 
Too busy/ work full-time! part-time 12 3 
Patients prefer family around/ prefer to be cared for at home 10 2 
No other family member would provide care! family are unavailable! 10 2 
no immediate family 

Table 5.6 People who would provide care themselves N = 214 (top 10) 

No. % 
Home is besU better care at home/ patient happier at home/ patient more 114 53 
secure at home/ home is more natural environmenU more independent at 
home 
I would provide care if I could/ do my best 52 24 
Family should provide care! expected of families! feel obliged/ feel duty to 45 21 
care for family 
I would enjoy the work} would love to/ like to/ prefer to provide care at 45 21 
home 
Depends on the severity/ level of illness 21 10 
Have provided care in the past, would do it again 22 10 
Wouldn't like relatives to end up in nursing homes/ don't like nursing 19 9 
homes 
Need support from district nurse/ Public Health Nurse/ Health Board 15 7 
A family member would do iU share the work} burden 10 5 
Patients prefer family around/ prefer to be cared for at home 4 2 
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Table 5.7 Care by another family member N = 78 (top 10) 

No % 
Home is besU better care at home/ patient happier at home/ patient more 35 45 
secure at home! home is more natural environmenU more independent 
at home 
A family member would do it! share the work! burden 23 29 
Wouldn't be able to provide care! lifestyle doesn't allow it ! not qualified! 13 17 
physically unable! 
Family should provide care! expected of families! feel obliged! feel duty 5 6 
to care for family 
Have provided care in the past, would do it again 5 6 
Depends on the severity/ level of illness 4 5 
Patients prefer family around! prefer to be cared for at home 4 5 
Would need to get help in! try to get home help 4 5 
Wouldn't like relatives to end up in nursing homes! don't like nursing 4 5 
homes 
Need support from district nurse/ Public Health Nurse! Health Board 4 5 

Table 5.8 Nursing home care N = 77 (top 10) 

No. % 
Wouldn't be able to provide care! lifestyle doesn't allow iU not qualified/ 23 30 
physically unable 

• Best care available 21 27 
Nursing Homes provide good! better care! good reputation/ homely 15 19 
environmenU facilities 
No other family member would provide care! family are unavailable! no 8 10 
immediate family 
Too busy! work full-time! part-time 8 10 
A burden 6 8 
Depends on the severity! level of illness 4 5 
I would provide care if I could! do my best 3 4 
Difficult for a man to look after a woman 2 3 

• Hospital provides good/ better care! good reputation! facilities 2 3 

Table 5.9 Hospital care N = 37 (top 8) 

No. % 
Best care available 18 49 
Wouldn't be able to provide care/ lifestyle doesn't allow iU not qualified! 12 32 
physically unable 
Hospitals provide good/ better care/ good reputation! facilities 4 11 
A burden 4 11 
Depends on the severity! level of illness 3 8 
No other family member would provide care! family are unavailable! no 2 5 
immediate family 
Live alone/ unable to look after someone else 2 5 
Too busy! work full-time! part-time 2 5 
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Table 5.10 Reasons for choice of care for a member of the immediate family who 
become ill or disabled and required care for a few hours during the day 

Total N = 433 (top 10) 

No. % 
Home is besU better care at home! patient happier at home! 119 29 
patient more secure at home! home is more natural environmenU 
more independent at home 
Could provide care for a few hours during the day 77 19 
I would provide care if I could! do my best 57 14 
I would enjoy the work! would love to! like to! prefer to provide 56 14 
care at home 
Family should provide care! expected of families! feel obliged! feel 47 12 
duty to care for family 
Not a great efforU not a problem 36 9 
A family member would do iU share the work! burden 38 9 
Have provided care in the past, would do it again 12 3 
Need support from district nurse! Public Health Nurse! Health 13 3 
Board 
Patients prefer family around! prefer to be cared for at home 14 3 

Table 5.11 People who would provide care themselves N = 306 (top 10) 

No. % 
Home is besU better care at home! patient happier at home! 99 32 
patient more secure at home! home is more natural environmenU 
more independent at home 
Could provide care for a few hours during the day 69 23 
I would provide care if I could! do my best 54 18 
I would enjoy the work! would love to! like to! prefer to provide 55 18 
care at home 
Family should provide care! expected of families! feel obliged! 43 14 
feel duty to care for family 
Not a great efforU not a problem 32 10 
Have provided care in the past, would do it again 11 4 
Need support from district nurse! Public Health Nurse! Health 12 4 
Board 
Patients prefer family around! prefer to be cared for at home 11 4 
A family member would do iU share the work! burden 7 2 

Table 5.12 Care by another member of the family N = 77 (top 10) 

No. % 
A family member would do iU share the work! burden 32 42 
Home is besU better care at home! patient happier at home! patient 20 26 
more secure at home! home is more natural environmenU more 
indeQendent at home 
Could provide care for a few hours during the day 9 12 
Wouldn't be able to provide care! lifestyle doesn't allow iU not 7 9 
qualified! physically unable 
Too busy! work full-time! part-time 5 6 
I would provide care if I could! do my best 5 6 
Patients prefer family around! prefer to be cared for at home 4 5 
Family should provide care/ expected of families! feel obliged! feel 4 5 
duty to care for family 
Would need to get help in! try to get home help 4 5 
Not a great efforU not a problem 4 5 
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Table 5.13 Nursing home care N = 18 (top 8) 

No. % 
No other family member would provide care! family are unavailable! 3 17 
no immediate family 
Too busy! work full-time! part-time 3 17 
Nursing Homes provide good! better care! good reputation! homely 3 17 
environmenU facilities 
Best care available 3 17 
Could provide care for a few hours during the day 1 6 
Live alone! unable to look after someone else 1 6 
Wouldn't be able to provide care! lifestyle doesn't allow iU not 1 6 
Qualified! physically unable 
Patient would be less trouble on family 1 6 
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Table 5.14 Reasons for choice of care for self: if constant care was required 

Total N = 415 (top 15) 

No. % 
Patients prefer to be at home/ with family/ used to being there/ have 245 59 
my routine 
Patient is more secure/ independenU happier/ have own belongings! 72 17 
control/ patients recover faster at home/ better 
Don't want to be a burden/ hindrance/ an inconvenience 69 17 
Hate hospitals! wouldn't like to go 32 8 
To get the best care 28 7 
Depends on the severity of the illness 26 6 
Family should help each other/ family want to help 25 6 
Family unable to provide care needed 23 6 
Hate nursing homes! wouldn't like to go 21 5 
Could have Public Health! District nurse to call 14 3 
Better care from family/ friends 13 3 
Prefer to be in a home 12 3 
Hospitals give good caret 24h/ backup/ staff/ facilities! equipment 10 2 
Prefer not to depend on/ be under a complement to others 3 1 
Hospitals! homes are under staffed 2 * 

Table 5.15 Care from friend or relative in their home N = 36 (top 10) 

No. % 
Patients prefer to be at home/ with family/ used to being there/ have 24 67 
my routine 
Patient is more secure/ independenU happier/ have own belongings! 9 25 
control/ patients recover faster at home/ better 
Hate hospitals! wouldn't like to go 5 14 
Family should help each other/ family want to help 5 14 
Depends on the severity of the illness 3 8 

Table 5.16 Care from friend or relative in own home N = 268 (top 10) 

No. % 
Patients prefer to be at home/ with family/ used to being there/ have 217 81 
my routine 
Patient is more secure/ independenU happier/ have own belongings! 65 24 
control/ patients recover faster at home/ better 
Hate hospitals! wouldn't like to go 27 10 
Hate nursing homes! wouldn't like to go 20 7 
Family should help each other/ family want to help 20 7 
Depends on the severity of the illness 19 7 

Table 5.17 Nursing home care N=71 (top 5) 

No. % 
Don't want to be a burden/ hindrance/ inconvenience 37 52 
Family unable to provide care needed 17 24 
To get the best care 16 23 
Prefer to be in a home 11 15 
Hospitals give good care. 24hr/ backup/ staff/ facilities/ equipment 5 7 
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Table 5.18 Hospital care N = 43 (top 5) 

No. % 
Don't want to be a burden/ hindrance/ inconvenience 24 56 
To get the best care 11 26 
Family unable to provide care needed 6 14 
Hospitals give good care. 24hr/ backup/ staff/ facilities! equipment 5 12 
Patient's prefer to be at home / with family/ used to being there/ 3 7 
have my routine 
Prefer to be in hospital 2 5 

Table 5.19 Reasons for choice of care for self, care for a few hours during the day 

Total N = 433 (top 15) 

No. % 
Patients prefer to be at home/ with family/ used to being there/ have 243 57 
my routine 
Patient is more secure/ independenU happier/ have own belongings/ 84 20 
control/ patients recover faster at home/ better 
I would ask someone for a few hours a day/ do jobs for the patient 44 10 
Family should look after each other/ family want to help 36 9 
Could have Public Health! District nurse to call 27 6 
Wouldn't be too much of a burden/ inconvenience 19 4 
Hate hospitals! wouldn't like to go 15 4 
Hate nursing homes! wouldn't like to go 15 4 
Easier for someone to come in rather than sick person to go out 13 3 
Don't want to be a burden/ hindrance/ an inconvenience 10 2 
Family unable to provide care needed 6 1 
Better care from family/ friends 5 1 
Good neighbours! good neighbourhood 4 1 
Don't want to take up bed in hospital 4 1 
Depends on severity of the illness 3 1 

Table 5.20 Care from a friend or relative in their home N = 49 (top 10) 

No. % 
Patients prefer to be at home/ with family/ used to being there/ have 20 41 
my routine 
Patient is more secure/ independenU happier/ have own belongings! 14 29 
control/ patients recover faster at home/ better 
I would ask someone for a few hours a day/ do jobs for the patient 9 18 
Hate hospitals! wouldn't like to QO 4 8 
Hate nursing homes! wouldn't like to go 4 8 
Family should look after each other/ family want to help 4 8 
Could have Public Health! District nurse to call 4 8 
Don't want to be a burden/ hindrance/ an inconvenience 1 2 
Easier for someone to come in rather than sick person to go out 1 2 
Wouldn't be too much of a burden/ inconvenience 1 2 
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Table 5.21 Care from a friend or relative in own home N = 362 (top 10) 

No. % 
Patients prefer to be at home! with family! used to being there! have 224 62 
my routine 
Patient is more secure! independenU happier! have own belongings! 70 19 
control! patients recover faster at home! better 
I would ask someone for a few hours a day! do jobs for the patient 35 10 
Family should look after each other! family want to help 32 9 
Could have Public Health! District nurse to call 22 6 
Wouldn't be too much of a burden! inconvenience 18 5 
Easier for someone to come in rather than sick person to go out 12 3 
Hate hospitals! wouldn't like to go 11 3 
Hate nursing homes! wouldn't like to go 11 3 
Don't want to be a burden! hindrance! an inconvenience 5 1 
Better care from family and friends 5 1 

Table 5.22 Nursing home care N = 12 (top 3) 

No. % 
Don't want to be a burden! hindrance! an inconvenience 4 33 
Family unable to provide care needed 4 33 
Patient is more secure! independenU happier! have own belongings! 2 17 
control! patients recover faster at home! better 

Table 5.23 Hospital care N = 4 (top 3) 

No. % 
Wouldn't like to ask family! friends to provide care 1 25 
Family unable to provide care needed 1 25 
Prefer not to depend on! be under a complement to others 1 25 
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