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Key Findings

* One in eight (13%) adults aged over 50 report a functional limitation. This is a
combination of limitations in instrumental activities of daily living (IADL) (difficulty with
cooking, cleaning and grocery shopping for example) and basic functional activities
(ADL) (difficulty with dressing, eating and bathing).

e Help received with functional limitations by the older population is from a mixture of
family carers and formal care, either state-provided or privately sourced care. Overall,
the proportion who received any help (including both family caring and home support)
increased from 45% receiving help with ADL and IADL limitations in Wave 1, to 60% in
Wave 5.

e The majority of that help was provided by family carers (70%), with 30% receiving
either state-provided or private home support in Wave 5 (2018).

e For both men and women with functional limitations, the main helper with their
limitations is their spouse (47%) while 24% was provided by paid carers.

e For older adults who receive help from paid carers through home support, 59% was
state-provided home support while the remainder was privately sourced.

* A small number of older adults with no functional limitations received state-funded
home support. Most of these individuals have a long-term illness (81%) or at least one
chronic condition.

e Of those older adults with basic functional limitations who received no help, one in
five (18%) reported that they needed help all of the time but received none, while the
majority felt they need help either some of the time (41%), or none of the time (41%).

e The majority (65%) of participants who had received help with their functional
limitations report that the help met their needs all of the time, while a further one in four
(24%) report that it usually meets their needs, while one in ten (10%) reported that the
help only sometimes or hardly ever meets their needs.

e The older population continue to contribute substantially to the informal care of their
family and friends. Overall, in Wave 5 7% of women and 5% of men reported they had
cared for someone in the past week equating to 68,500 people aged 58 and over.



In Wave 5, 28% of carers report that the care was given to a spouse, 33% to another
relative, and 10% to a friend or neighbour. For older carers aged 75 years and over, the
main recipient was their spouse (38%), while 17% care for another relative and 18%
for a friend or neighbour. Carers aged 50-64 years are more likely to report the care
recipient was another relative (49% in Wave 5) and for 19% the care recipient was their
spouse.

Compared to non-carers, women providing low intensity caring (up to 50 hours per
week) reported better self-rated health and wellbeing (higher quality of life score), lower
depressive symptoms, and higher functional mobility. While there are positive benefits
for physical health and wellbeing, there is a threshold, and women reporting more than
50 hours of caring in the last week report higher depressive symptoms, lower quality of
life, more chronic pain, and lower functional mobility measured by Timed-Up-and-Go
(TUG).

Men who were carers had lower depressive symptoms. Men providing more than 50
hours of caring in the past week had increased hypertension.

To enable family caring to continue, state-provided home support must also be
available to facilitate and support carers to retain their work and leisure pursuits in
addition to their care responsibilities.



1. Introduction

The ultimate goal of healthy ageing, as defined by the World Report (2015), is sustaining
wellbeing, through maintaining functional ability and enabling those with a lower physical
and mental capacity to still do the things that are important to them (1). This can be
achieved through maintaining physical function through preventative behaviours; it is

also enabled through strong social networks and good access to health and social care
(1). Populations are aging worldwide, and the estimated number of people aged over 60
years is projected to more than double, from 962 million in 2017 to 2.1 billion by 2050

(2). A combination of improvements in healthcare and lifestyles have contributed to this
increased longevity (1). However, the changing demographic structure of the population
will inevitably lead to a corresponding increase in the number of older people who are care
dependent. Ireland provides formal, state-provided social care services on a means-tested
basis, in addition to a number of other payments for those who provide care to family
members including the two main social welfare payments Carer’s Allowance and Carer’s
Benefit payment. Previous TILDA reports have documented the access to social and
community care services by the older population in Ireland by frailty and disability status
(3, 4). While community-based care can facilitate ageing in place, and has the potential to
delay admission to a nursing home and improve quality of life (5), the majority of caring is
likely to be provided as unpaid, informal care by a family member.

Family caring can impose considerable economic, social and emotional demands on the
carer and may negatively affect their physical, emotional, and mental health. Previous
research from Care Alliance Ireland found carers reported poor self-rated health, and
worse health outcomes compared to non-carers (6). Informal caring has been found to be
associated with increased stress, depression and ill health (7-9). A higher carer burden is
associated with a more adverse health profile and poorer quality of life (8). Alternatively,
research also shows there are a variety of positive gains from providing care and support
for loved ones: it is associated with reward (10); a sense of purpose increased gratification;
developing a closer relationship with the person receiving care (11); and involvement in
productive and rewarding activities (12). Similarly, the impact of caring on risk of mortality
differs: while some prospective studies document an increased risk of mortality among
carers that rises with the amount of self-reported strain experienced (13), others have
reported reduced risk of mortality among carers (14, 15).
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Previous research from the English Longitudinal Study on Ageing (ELSA) suggested that
the quality of the activities in which people are encouraged to participate post-retirement,
particularly the quality of the experience of caring, is important to their overall health
outcomes (12).

In this report, firstly we estimate the proportion of the Irish population who report difficulty
with at least one activity of daily living (ADL) or one instrumental activity of daily living
(IADL) and receive help from family members, and we examine if this has changed

over time between 2009 and 2018. We also examine what proportion of the population
received state-funded home support or privately funded home support, determine if this
has changed over time and estimate the prevalence of unmet need for the population
who require help with IADL and ADL limitations. As discussed, caring can affect the
health of a carer also, so in the second part of this report we characterise family carers
and examine the health of the older population who report they have cared for someone
in the past month. To do this we carry out a cross-wave analysis where we compare the
cross-sectional distributions of receipt and giving of care between Wave 1 and Wave 5,
and examine whether these vary with age, sex, educational attainment, marital status and
wellbeing, health and physical function.

1.1 Data and Methods

This report uses data collected in the first five waves of The Irish Longitudinal Study on
Ageing (TILDA), a prospective study of 8,174 community-dwelling adults aged 50 years
and older in Ireland. Since 2009, TILDA has collected information about the heath, wealth
and social circumstances of participants using a comprehensive Computer Assisted
Personal Interview (CAPI) conducted by social interviewers who visited the participants

in their own homes every 2 years (16). This included detailed questions on socio-
demographics, living circumstances, income and wealth, physical, mental and behavioural
health, health care utilisation and social participation. Participants were also asked to fill
out a self-completion questionnaire (SCQ) which included more sensitive questions about
relationships and experiences of growing older. The response rate for the SCQ was 84.5%
(n=6,914). For this report, cross-sectional analysis by wave is presented for participants
in each wave; Wave 1= 8,174, Wave 2=7,281, Wave 3=6,618, Wave 4=5,942 and Wave
5=5,206.



1 Introduction

1.2  Statistical methods and weighting

In this report, the percentage of respondents classified into different groups or average
scores (means) on the different outcome scales are presented. Most estimates are
provided with a 95% confidence interval. This can be interpreted as a 95% chance that the
sampled confidence interval includes the true population value. All estimates are weighted
to account for age, sex, educational attainment and urban/rural residence in the 2011
Census, and to reflect the probability that participants returned a completed SCQ, ensuring
that these estimates are representative of the whole population aged 50 years and over in

Ireland.

1.3  Structure of the Report

The report is organised as follows. Chapter 1 provides a background to the topic,
describing the current research on caring in the context of an ageing population. Chapter
2 describes the characteristics of the community-dwelling adults aged 50 years and over
resident in Ireland; the prevalence of disability and use of family caring; state-funded home
care services; and privately-funded home care, stratified by age group, sex, marital status,
educational attainment and local area. It also examines unmet need for assistance with
activities of daily living and instrumental activities of daily living. Chapter 3 describes older
adults who are carers and describes to whom and how much family caring is provided.
Chapter 4 explores the associations of caring with wellbeing, health and physical function.
Finally, Chapter 5 summarises the findings, highlights their relevance to successful ageing
and suggests areas in which these findings could inform policy and practice.



2. Prevalence of functional disability and

receipt of care

2.1  Characteristics of sample

Basic demographic indicators (age, sex, educational status) were obtained during the
CAPI. Educational status was defined as primary, secondary or tertiary, corresponding

to <8, 9-13 and >13 years of education respectively. Marital status (married, single,
separated/divorced, widowed) and local area (Dublin city or county, another town/city, rural
area) were also obtained.

Descriptive characteristics of the 8,174 participants aged 50 years and over who provided
information in Wave 1 are shown in Table 1. Two thirds (64.5%) were aged between 50
and 64 years, while one in six (12.3%) were 75 years or over. 56.5% of the population
aged 50 and over were women and the majority were married (68.3%). Over one in four
(25.3%) lived in Dublin city or county while two-fifths lived in rural areas (44.2%). It can
be noted that as the TILDA cohort has aged, there are proportionately less in the 50-64
years age group, and more in the 65-74 and 75 years and over age groups. Similarly, the
proportion married decreased slightly between Wave 1 and Wave 5, while the proportion
who were widowed increased.
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Table 2.1. Descriptive characteristics of adults aged 50 years and over in Ireland (Wave 1-
Wave 5)

8170 7119 6458 5801 5087
% (95% Cl) % (95% Cl) % (95% Cl) % (95% CI) 9% (95% Cl)

Age

50-64 years 65 (63-66) 58 (56-60) 49 (47-51) 40 (38-42) 31 (29-33)
65-74 years 23 (22-25) 28 (27-30) 33 (32-35) 37 (36-39) 39 (37-40)
>75 years 12 (11-14) 14 (12-15)  18(16-19)  23(21-24) 31 (29-32)
Education

Primary level 28 (26-30) 28 (26-30) 28 (26-30) 28 (26-29) 27 (26-29)
Secondary level 48 (47-50) 47 (45-48) 46 (44-48) 46 (44-48) 45 (44-47)
Tertiary level 24 (22-25) 26 (24-27) 26 (25-28) 27 (25-28) 27 (26-29)

Marital status

Married 68 (67-70) 67 (65-69) 65 (64-67) 64 (62-66) 63 (61-65)
Single 12 (11-13) 12 (11-13) 12 (11-13) 12 (11-13) 12 (10-13)
Separated/divorced 9 (8-10) 9 (8-10) 9 (8-10) 9 (8-10) 8 (7-9)

Widowed 11 (10-12) 12 (11-14) 14 (13-15) 15 (14-17) 17 (16-19)

2.2 Functional disability in the over 50s Wave 1 to Wave 5

In TILDA, functional disability is measured as self-reported limitations in the activities of
daily living (ADLs: help with walking across a room, dressing, bathing, eating, getting

in and out of bed, and using the toilet) and instrumental activities of daily living (IADLs:
preparing meals, shopping for groceries, making telephone calls, taking medications

and managing money). Health professionals often use these activities as a measure of
disability or functional status. The number of ADL limitations and IADL limitations was
calculated and categorised as No limitations, IADL limitations only and any ADL limitation.

The number of IADL and ADL limitations reported between Wave 1 and Wave 5, by

age group and gender, are shown in Figures 2.1 and 2.2. The proportion of participants
reporting at least one ADL increased to 11% of men and 12% of women in Wave 5
compared to 8% of men and 7% of women in Wave 1. A similar increase is seen for IADL;
7% of men and 13% of women reported at least one IADL limitation in Wave 5, compared
to 4% and 7% in Wave 1 respectively. The highest number of limitations are reported in
men and women aged 75 and over, and these increased between Wave 1 and Wave 5

(Figure 2.1 and 2.2).
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Figure 2.1. Mean number of ADL limitations in Wave 1 to Wave 5, by age group and sex
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Figure 2.2. Mean number of IADL limitations in Wave 1 to Wave 5, by age group and sex
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The proportion of the population who have some functional disability is shown in Table 2.2.
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The proportions are similar in men and women and increased between Wave 1 and Wave
5 from 10% to 15% respectively.

Table 2.2. Proportion of adults aged 50 years and over by functional disability status in
Ireland, Wave 1 to Wave 5

Male

1 90 [89-92] 2 [1-3] 8 [7-9] 100 3744
2 94 [93-95] 2 [2-3] 4 [3-5] 100 3219
3 93 [92-94] 2 [1-3] 5 [4-6] 100 2863
4 91 [90-93] 2 [1-3] 7 [5-8] 100 2555
5 87 [85-88] 2 [2-3] 11 [9-13] 100 2216
Female

1 90 [88-91] 3 [3-4] 7 [6-8] 100 4430
2 90 [88-91] 5 [4-6] 5 [4-7] 100 3902
3 89 [88-91] 4 [3-5] 6 [5-7] 100 3596
4 87 [85-89] 4 [4-6] 8 [7-10] 100 3246
5 83  [81-85] 4 [4-6] 12 [11-14] 100 2871
Total

1 90 [89-91] 3 [2-3] 7 [6-8] 100 8174
2 92 [91-93] 4 [3-4] 5 [4-5] 100 7121
3 91 [90-92] 3 [3-4] 5 [5-6] 100 6459
4 89 [88-90] 3 [3-4] 8 [7-9] 100 5801
5 85 [83-86] 4 [3-4] 12 [11-13] 100 5087

Note. Cl = confidence interval

2.3  Receipt of help with functional limitations

We ask participants who report that they have a difficulty with a specific activity (ADL or
IADL) if they received any help from someone else with carrying out the activity, and who it
was that helped them. The prevalence of receipt of help with functional limitations in men
and women is shown in Figure 2.3. Overall, 45% reported receiving help with ADL and
IADL limitations in Wave 1, and this increased to 60% in Wave 5. More women received
help than men, and this increased between Wave 1 and Wave 5, from 53% in Wave 1 to
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72% in Wave 5, while for men this proportion was 45% in Wave 5, increased from 36% in
Wave 1. The proportion of women aged 75 years and older receiving help with ADL and
IADL increased from 56% in Wave 1 to 78% in Wave 5.

Figure 2.3. Prevalence of receipt of any help with functional limitations (ADL or IADL) by
age and sex, Wave 1 to Wave 5

Male Female
80.0-
60.0-
40.0-
20.0-
0‘0 | | 1 1 1 1 1 1 1
1 2 3 4 5 1 2 3 4 5

50-64 [ 65-74 [ >=75

Receipt of help with ADL and IADL tasks varies by location (Figure 2.4). Older adults living
in other towns or cities than Dublin and in rural areas report increases in receipt of help
between Wave 1 and Wave 5, (from 41% to 63% and 51% to 67% respectively) while the
proportion receiving help in Dublin city or county was lower and did not change (49% in
Wave 5). The increase was predominantly seen in women living in a rural area, where
receipt of help increased from 45% to 76% in another town or city and from 61% to 78%
in rural areas between Wave 1 and Wave 5. Receiving help also varies by educational
attainment, with adults with primary education more likely to report receiving help with
IADL or ADL limitations in Wave 5 (68%, increased from 51% in Wave 1), compared to
those with tertiary education (44% in Wave 5). For those who had primary education, the
increases were predominantly seen in women; the proportion who received help increased
from 60% to 83% for women between Wave 1 and Wave 5 (Figure 2.5).
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Figure 2.4. Prevalence of receipt of any help with functional limitations (ADL or IADL) by
local area, sex, Wave 1 to Wave 5

Male Female
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Figure 2.5. Prevalence of receipt of any help with functional limitations (ADL or IADL) by
educational attainment, sex, Wave 1 to Wave 5

Male Female
100.0-

80.0-

—_

60.0-

40.0- 1

20.0-

0-0‘ | ] 8 1 | 1 ! (| 1 | ] ! | 1

[ Primary/none [0 Secondary [ Third/higher




Receipt of care and caring in community-dwelling adults aged 50 years and over in Ireland

2.4  Family and non-family carers

Most help with ADL and IADL limitations is provided by family carers, although the
proportion of help with ADLs provided by a non-relative increased between Wave 1 and
Wave 5 for both men and women. Overall, 52% of help with ADL limitations in Wave 5
was provided by a non-relative, compared to 4% in Wave 2. The majority of this care was
provided by a paid carer (40%) while 12% of care was provided by a non-relative who
was not employed to be a carer (probably a neighbour or friend). Figure 2.6 shows that
for those adults who report receiving help with ADL limitations, the main helper for men is
their spouse in Wave 1 (93%) but this reduced to 36% in Wave 5. The proportion of help
received from a non-relative increased from 9% to 61% in Wave 5 (42% from paid carers
and 19% from unpaid non-relative carers). The proportion provided by a child was 3% in
Wave 1 and 1% in Wave 5. For women, 60% of help with ADL limitations was provided
by a spouse in Wave 1 and this declined to 29% in Wave 5. The proportion provided

by a child decreased from 31% to 21% respectively, while 3% was provided by another
relative other than a child or spouse. The proportion of help provided by a non-relative also
increased for women to 48% in Wave 5, 40% provided by a paid carer, and 8% from an
unpaid non-relative (probably a friend or neighbour).

Figure 2.6. Proportion who are receiving help with ADL limitations by helper Wave 1 to
Wave 5

o Male Female

80.0-

60.0-

40.0-

20.0-

Spouse Child [ Other relative I Non-relative [ Paid non-relative

Help with IADL limitations is predominantly provided by family carers for both men and
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women. For men, the main helper is their spouse, although this proportion decreased from
73% in Wave 1 to 46% in Wave 5. In Wave 5, 16% of IADL help is provided by children
(increased from 6% in Wave 1) and 8% by other relatives, while 8% of help with IADL
limitations for men is provided by non-relatives and 23% by paid carers. The proportion
of help with IADL limitations provided by family carers varies for women, and their spouse
remains the main helper with IADLs between Wave 1 and Wave 5 (49%). There was

a decrease in the proportion being provided with help by their children between Wave

1 and Wave 5 from 34% to 22%, and a similar proportion of help from other relatives,

5% in Wave 1 and 5% in Wave 5. Other relatives, in this context were a combination of
grandchildren, in-laws and siblings. The proportion of help with IADL limitations provided
by non-relatives increased to 25% in Wave 5; 2% is provided by non-relatives probably
neighbours and friends and 22% is provided by paid carers.

Figure 2.7. Proportion who are receiving help with IADL limitations by helper Wave 1 to
Wave 5

Male Female
80.0-

60.0-

|

il

5

Spouse Child [ Other relative I Non-relative [l Paid non-relative
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2.5 Receipt of state and private-provided home support by disability status

We also ask participants if they receive any state-provided home help (a person employed
by the State to help with household chores such as cleaning and cooking) and personal
care (a person employed by the State to assist with bathing, showering, bodily care

etc.). In Wave 4 and Wave 5 we also asked participants if they had paid any individual or
private company to provide home help or personal care. We combine both these types of
help together and call it home support. Some of the non-relative care discussed above in
section 2.4 will be acquired through this home help service.

Figure 2.8. The proportion of participants receiving state-provided home support in Wave 1
to Wave 5, by age and sex

Male Female
20.0-

15.0-

10.0-

5.0-

50-64 [ 65-74 M >75
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Figure 2.9. The proportion of participants receiving private paid home support in Wave 4 to
Wave 5, by age and sex

15‘O_Male Female
10.0-

5.0-

0.0 I

50-64 [ 65-74 M =75

Overall, in Wave 5 4.9% received state-provided home support, an increase from 2.1% in
Wave 1 (Figure 2.8). The proportion receiving home support varies by age. 14% of adults
aged 75 years and over report receiving state-provided home support in Wave 5, and
this was consistent between Wave 1 and Wave 5. Figure 2.9 shows that a further 3.2%
received private home support in Wave 5, and that the proportion of women receiving
private home support was higher than men (10% and 12% versus 5%, in Wave 4 and
Wave 5 respectively).

Table 2.3 shows the proportion of older adults receiving any help with functional disability,
combining both family caring and state and private home support, and that this increased
between Wave 1 and Wave 5. Altogether, 7.6% received some form of home support,
either state-provided or privately sourced, in Wave 5. The proportion receiving home
support varies by functional disability status. A small number of participants with no IADL or
ADL limitations received state home support. The majority of these individuals have a long-
term iliness (81%) or at least one chronic condition. For those adults with IADL limitations
only, the proportion who received any help (including both family caring and home support)
increased from 58.7% in Wave 1, to 78.3% in Wave 5, and the majority of that help was
provided by family carers, with 29.7% receiving either state-provided or private home
support in Wave 5. For older adults living with IADL limitations only, who receive home
support, 59% was state-provided home support while the remainder was privately sourced.
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There has also been an increase in help received for adults with any ADL limitations
between Wave 1 and Wave 5, from 39.7% to 52.7%. A third (34.1%) report they received
any home support in Wave 5, of which three quarters was state-provided (25.1% overall).
This increased from 8.2% of adults reporting any ADL limitations receiving state-provided
home support in Wave 1, when proportionately more of the help received was provided by
family carers (Table 2.3).
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Table 2.3. Receipt of state and private provided home support and informal care by
functional disability status

Not disabled

1.4 (1.0-2.0) 6507

18  (1.4-24) 21  (1627) 36  (3.0-4.4) 0.0 5258

IADL disability only

17.1  (10.3-27.0) 67.4 (57.2-765) 311

216 (13.3-33.1) 7.2 (3.4-145) 261 (17.1-37.8) 683 (57.5-77.4) 188

Any ADL disability

11.0  (6.6-17.6) 407 (32.4-495) 463

17.8 (12.9-24.1) 9.8 (6.7-14.2) 242 (18.7.4-30.6) 52.0 (44.8-59.1) 485

Total

2.4 (1.8-3.0) 3.9  (3.2-4.6) 7121

4 34 (283-43) 27 (2233) 57  (4.9-6.6) 56  (4.8-6.4) 5801

Note: Home support mcL!s L|ome !Jp an! persona‘ care atten!ant
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2.6 Unmet need for help with ADLS and IADLS Wave 5

In Wave 5, we asked participants who had not received any help with ADL limitations
whether they would say that they needed help with any of those activities. Of the
proportion who received no help, 67% stated they did not require help, 25% stated they
need help some of the time and 5% reported that they needed help all of the time but
received none (Figure 2.10).

Figure 2.10. ADL limitations and unmet need in receiving help

All of the time [ Most of the time [ Some of the time [ None of the time
80.0

60.0

40.0

20.0

0.0! =

We asked a similar question for those adults with an IADL limitation who had not received
any help. One third (34%) who had received no help with their IADL limitation answered
they did not need help; there was still some reported unmet need, with 8% reporting that
they needed help all of the time, a further 8% most of the time and 51% some of the time
(Figure 2.11).

When asked in Wave 5, 66% of participants who received help with their ADLS and IADLs
report that the help met their needs all of the time, while a further 24% report that it usually
meets their needs, while 7% and 3% respectively reported that the help only sometimes or
hardly ever meets their needs (Figure 2.12).
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Figure 2.11. Unmet need in those with IADL who have not received help
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Figure 2.12. For those who received help with ADL or IADL limitations: was the help
received enough to meet needs? (Wave 5)
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3. Prevalence of caring in the older

population in Ireland

3.1 Caring by demographic characteristics

Participants were asked ‘did you care for someone in the last month / in the last week?’,
and the numbers of hours spent doing so in the past week was recorded.

Women are more likely to report they cared for someone in the last month than men; this
proportion declined between Wave 3 and Wave 5 from 10% to 7%, compared to 7% to

5% of men in Wave 5 (Figure 3.1). There are also differences between younger and older
women (Figure 3.2). Women aged 50-64 and 65-74 years are more likely to report caring
(9% and 8% respectively in Wave 5) compared to those aged 75 years and over (4%). This
age effect is not seen in men.

Figure 3.1. Prevalence of caring by sex, Wave 3 to Wave 5

| F
1S.O_Mae emale
10.0-
5.0_ ' ' ' I I
0'0 | 1 1 | L 1 | J
3 4 5 3 4 5
I Provided care in the last month —— 95% Confidence Interval




3 Prevalence of caring in the older population in Ireland

Figure 3.2. Prevalence of caring by age group and sex, Wave 3 to Wave 5
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Caring varies with marital status, with married individuals more likely to report caring
compared to those who are widowed (Figure 3.3).

Figure 3.3. Prevalence of caring by marital status and sex, Wave 3 to Wave 5
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The proportion of older adults reporting caring decreased overall in those living in rural
areas from 9% in Wave 3 to 5% in Wave 5, while the proportion reporting caring remained
the same in Dublin and in other towns or cities (Figure 3.4). For men living in a rural area,
this proportion decreased from 6% to 4%, while for women it decreased from 12% to 7%
between Wave 3 and Wave 5.

Figure 3.4. Prevalence of caring by local area and sex, Wave 3 to Wave 5
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Dublin [ Otherurban [ Rural

Reported caring also varies by educational attainment, although this difference is only
seen in women. Women with tertiary level education were more likely to report caring

in Wave 5 (10%) although this proportion decreased from 12% in Wave 3, compared

to women with primary education (5%), while the proportion who report caring in those
with primary education remained the same between 2014 and 2018. For men, while
caring didn’t vary by educational attainment, there was a decreasing trend in men with
tertiary education reporting caring between Wave 3 and Wave 5, from 8% to 5% while no
decrease was seen in men with primary education, remaining at 5% in Wave 5 (Figure
3.5).
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Figure 3.5. Prevalence of caring by educational attainment and sex
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3.2 Numbers of hours of caring provided

We asked participants who said they had cared for someone in the past week how many
hours of care they had provided. The number of hours varies and was mainly low (Wave
3 median 14, range 5-40 and Wave 5 median 20, range 6-84), with a small proportion
providing more than 50 hours of caring in the past week. However, while the proportion
of women who report caring in the last week decreased between Wave 3 (7%) and Wave
5 (5%), the proportion who report caring for more than 50 hours remained the same at
2% (Figure 3.6a & Figure 3.6b). Women with tertiary level education are more likely to
report caring between 1-49 hours in the last week (7%) compared to women with primary
education (3%) in Wave 3, and also in Wave 5 (4% versus 2%).
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Figure 3.6a. Prevalence of hours of caring in the last week for those who provide care by
sex and educational attainment, Wave 3 to Wave 5
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Figure 3.6b. Prevalence of hours of caring in the last week for those who provide care by
sex and age group, Wave 3 to Wave 5
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3.3 Relationship to the care recipient

We also asked those who were providing care what their relationship was to the care
recipient. In Wave 3, 37% reported that the main recipient for whom they were providing
care was another relative; a further 23% reported it was their spouse, while 19% report
giving care to a friend or neighbour (Figure 3.7). In wave 5, 33% of care was given to
another relative, 28% to a spouse and 10% to a friend or neighbour. These proportions
were similar for men and women.

Figure 3.7. Care recipient for those providing caring Wave 3 to Wave 5
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The distribution of the relationship to the care recipient differs by the age of the carers.
Figure 3.8 shows that carers aged 50-64 years are more likely to report the care recipient
was another relative (49% in Wave 5) than their spouse (19%). This compares to adults
aged 75 years and over, who report the main care recipient was their spouse (38%), while
17% care for another relative and 18% for a friend or neighbour.
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Figure 3.8. Care recipient for those providing caring by age, Wave 5

Spouse | Child [ Grandchild Il Other relative [l Friend or neighbour

60.0

40.0

20.0

0.0

50-64 65-74 275




4. Family caring and the health of carers

We examine health and wellbeing outcomes by caring status and numbers of hours of
caring to determine if the health of carers is different from non-carers.

4.1 Caring and wellbeing

In TILDA, depressive symptomology is assessed using the 8-item version of the Centre for
Epidemiological Studies-Depression (CESD8) scale (19,20). This validated measurement
tool captures the frequency that participants have experienced a variety of depressive
symptoms within the past week. The total number of positive and negative responses

to the eight statements are summed to give a total CES-D 8 score (range 0 to 24), with
higher scores indicating increased depressive symptomology.

Figure 4.1. Prevalence of CESD depressive symptomology by family caring intensity
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Figure 4.1 shows that the prevalence of depressive symptoms was lower in men who took
part in any caring in the last week relative to men who did not, 1.24 points and 1.27 points
respectively for 1-49 hours and 50 or more hours. A different trend was seen in women
who reported caring; women who report between 1-49 hours of caring had lower CES-D
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scores than those who report no caring. Depressive symptoms were higher in those
reporting more than 50 hours of caring in the last week for women, with a mean CES-D
score of 5.8 relative to 3.2 for those women providing between 1-49 hours and 3.8 for
women who report no family caring (higher score more depressed).

TILDA uses the 12-item self-report measurement, CASP-12, to assess quality of life in
Wave 5 (14). The scale covers the four domains (Control, Autonomy, Self-realisation,
Pleasure) considered to encompass quality of life. The items included in CASP-12 consist
of statements such as: ‘I can do the things | want to do’, ‘I look forward to every day’ and

‘| feel that life is full of opportunities’. These statements are presented to participants in
the SCQ, and they are asked to indicate how often (often, sometimes, not often or never)
they feel each statement applies to their life. Each item is summed to give an overall score
(range 0 to 36), with higher scores denoting better quality of life.

Figure 4.2. Mean Quiality of life score (CASP-12) by family caring and sex, Wave 5

S5 Male Female
20.0-
10.0-
0.0~ ' ' I ) i ;
No caring 1-49 hours 50+ hours No caring 1-49 hours 50+ hours

I Mean CASP-12 Score +——— 95% Confidence Interval

Quality of life is high for participants, with an average score of 27.3 (sd 5.1) in Wave 5
(Figre 4.2). This is consistent for men regardless of caring status. However, quality of life
score was lower in women who report 50 or more hours of family caring in the last week
(1.63 CASP-12 points lower than women who report no caring), while quality of life was
higher for women who report between 1 to 49 hours relative to those who reported no
caring (higher score indicates better quality of life).



4 Family caring and the health of carers

4.2  Caring and self-rated health

Participants were asked to self-rate their health relative to other people their own age: In
general, compared to other people your age, would you say your health is: excellent, very
good, good, fair or poor?” This was grouped as excellent or very good, good, and fair or
poor.

Figure 4.3. Self-rated health by family caring and sex, Wave 5
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A high proportion of adults aged 50 years and over rate their health as good, or very good
or excellent (81%) and this is consistent for men regardless of family caring status. Figure
4.3 shows that women who report providing 50 or more hours of family caring are less
likely to report their health as excellent or very good (66%). Women who report between 1
to 49 hours are more likely to report their health as very good or excellent (90%) and less
likely to report their health as poor (10%) than either women who provide no care (19%)
and women who provide more than 50 hours (34%).

4.3 Caring and chronic pain

Pain is one of the most common reasons for disability in older adults and is associated
with immobility, poorer health status and greater healthcare utilisation (17, 18). Research
from Care Alliance Ireland examining the health status of family carers found that family
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carers reported comparatively high levels back pain (6). In a 2019 survey of family carers
in Ireland, 40% of respondents reported back injury; this was up from 33% in a 2009
survey (19). In TILDA, information about chronic back pain is collected as part of the CAPI,
and participants are asked if they have pain that has lasted for more than 3 months.

Figure 4.4. Prevalence of chronic back pain by family caring intensity and sex, Wave 5
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Overall, 13% of participants report chronic back pain in Wave 5; there is no difference in
back pain in those reporting more than 50 hours caring in the last week (24%) compared to
1-49 hours (15%) or no caring (13%). There are also no differences by gender (Figure 4.4).
Overall, 12% of men and 15% of women report chronic back pain, and this was consistent
regardless of caring status.

4.4  Caring and sleep disturbance

Sleep is known to be important for maintaining health and wellbeing and continues to
remain important as we age (20). A report based on a survey of family carers in Ireland,
most of whom had a high care burden (82% caring for 50+ hours per week) showed 62%
of these carers regularly got up during the night to provide care (19). We ask participants
how often they have trouble falling asleep, and how often they have trouble with waking
up too early and not being able to fall back asleep again, to estimate sleep disturbance.
Overall, 64% report that they rarely or never have trouble falling asleep, while 26% report
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they sometimes have trouble, and 10% report they have trouble falling asleep most of the
time. Women are more likely to report having trouble falling asleep sometimes or most of
the time than men. There is no evidence that carers are more likely to have trouble with
falling asleep than non-carers (Figure 4.5).

Figure 4.5. Proportion of carers who experienced trouble falling asleep by caring intensity
and sex, Wave 5
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A similar distribution was seen for those who report having trouble with early waking.
Overall, 51% report rarely or never having trouble with early waking; 33% report they
sometimes have trouble with early waking; and 16% report they have trouble with early
waking most of the time. Figure 4.6 shows that women are more likely to report trouble
with early waking sometimes or most of the time than men, and that this didn’t vary by
caring status.
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Figure 4.6. Proportion of carers who found they were waking early by caring intensity and
sex, Wave 5
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45 Caring and hypertension

Several studies have reported caring is associated with higher blood pressure, although
the literature is conflicting (6, 21) . In TILDA, hypertension was identified from either
self-reported doctor diagnosis of high blood pressure or regular use of antihypertensive
medications. Hypertension is common in this group (44%), but it is relatively consistent
across carers and non-carers. However, there is a trend for hypertension prevalence to
be higher in men who have provided caring for 50 hours or more in the last week (66%)
compared to lower hours (39%) or no caring (45%); see Figure 4.7.
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Figure 4.7. Prevalence of hypertension by caring hours and sex, Wave 5
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4.6 Caring and physical function

To assess physical function, participants were asked to complete the Timed Up-and-Go
(TUG) test. TUG is a functional mobility test; participants start in the seated position and
are asked to stand up, walk to a line marked 3 metres away on the floor, turn around, walk
back to the chair and sit down again. The time taken to complete this task is recorded
using a stopwatch. Declines in this objective measure of physical function are associated
with an increased risk of outcomes such as disability, cognitive decline, hospitalisation and
mortality.

Family carers have a slightly faster TUG than those adults who do not report family caring
(Figure 4.8). This difference was seen only in women who report caring in the last month
(10.5 seconds versus 12.2), although this is not a substantial difference in performance.
These differences increased when numbers of hours were considered, and again for men,
any caring was associated with faster TUG speed, (10.35 for 1 to 49 hours and 10 seconds
for 50 hours or more versus 11.4 seconds for men reporting no caring). For women, lower
hours of caring is associated with faster TUG speed (9.8 seconds versus 12.2 seconds for
no caring), but women who report more than 50 hours of caring have slower speeds and
are similar to the no caring group (11.5 seconds).
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Figure 4.8. Timed-up-and-go speed (secs/m) by hours of family caring and sex, Wave 5
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5. Conclusions

This report shows that in Wave 5, 8% of community-dwelling adults aged 50 years and
older in Ireland receive care, with 7% receiving formal state or private-provided services
and 7% reporting being cared for by a family member. ADL and IADL limitations increased
with age and the proportion of women aged 75 years and older receiving help with

ADL and IADL limitations increased from 56% in Wave 1 to 78% in Wave 5 while the
corresponding proportions for men aged 75 years and older were from 36% to 56%. For
those with any ADL or IADL limitation, 36% are cared for by a family member, and a further
3% are cared for by non-relatives and 16% by paid carers. Help with IADL limitations is
predominantly provided by family carers for both men and women. ADL care has become
increasingly provided by non-relative carers, the majority of whom were paid carers, and
in Wave 5 half of ADL care was provided by non-relative carers, 80% of whom were paid
carers and 20% by unpaid non-relatives, probably a friend or neighbour. However, most
older adults living with a functional limitation receive a combination of family caring and
formal state or privately provided caring, although there was some regional variation in
receipt of support for functional limitations, with older people in Dublin city and county less
supported than their counterparts in rural areas or other urban and cities.

We confirm the finding that the older population contribute substantially to the informal
care of their family and friends. Overall, 7% of women and 5% of men aged 58 years
and older report they are a carer to family and friends in Wave 5. This equates to 68,500
people nationally. Generally, family caring was associated with positive health outcomes,
but this depended on the intensity of caring provided. Compared to non-carers, women
providing low intensity caring (up to 49 hours per week) reported better self-rated health
and wellbeing (higher quality of life score), lower depressive symptoms, and higher
functional mobility. However, women reporting more than 50 hours of caring in the last
week report higher depressive symptoms, lower quality of life, more chronic pain, and
lower functional mobility measured by TUG. Men who were carers did not for the most part
show differences in health, except for lower depressive symptoms in men who provided
any caring, and increased hypertension in men providing more than 50 hours of caring.

This supports previous research which showed that carers are healthier and demonstrate

better mood than non-carers (22, 23). There is strong evidence supporting the health
benefits of remaining physically and socially active, which caring at lower numbers of hours
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may facilitate. These benefits were mainly seen for women, but so were the detrimental
effects of caring at high intensity, for both physical health and wellbeing including lower
quality of life and higher depressive symptoms. Research has suggested that caring for
a spouse may in itself lead to cognitive decline in the carer through psychosocial (e.g.,
depression, loneliness, social isolation, sleep problems), and behavioural (e.g., exercise,
diet) mechanisms, risk factors which are all modifiable and may compromise the lives of
the spousal carers and their ability to function (24). Carers’ stress and depression has
also been found to be independently associated with developing cardiovascular disease
longitudinally in family carers for people with dementia (25), and spousal caring has been
associated with incident cardiovascular disease in the US (26). Further research is needed
to clarify mechanisms of resilience and support that may improve the detrimental health-
related risks of caring.

The proportion of caring received from a paid non-relative, or formal care provision, has
increased as our cohort has aged. This may be an indication of worsening health, or of
increased availability of home support. It may also be an indication of reduced capacity
for a spouse to provide care, which may be reflected in the decrease in spouses providing
family caring. Many studies find that the use of formal care services is associated with
higher disability (27, 28) and with living alone without an informal carer (29), and that when
informal care is available, this may delay the provision of formal care services (30). Family
carers allow both a significant reduction in expenditure on state-provided home care and
institutional care for older people, and impact positively on the health of the care recipient
who remains at home with loved ones. Support is needed to enable family carers to
continue in their role for as long as possible, and the drive to help people remain at home
must be supplemented with formal home care support. Support can include home care
hours by state-provided workers; respite to allow the carer to engage in other activities;
and financial support. Recent reviews of available interventions for carers of persons with
dementia found that interventions have focussed on social support groups and cognitive
behaviours therapy to cope with problematic behaviours in spouses. These have included
mindfulness-stress reduction techniques for improving overall mental health and reducing
stress and depression (31).

One of the main strengths of this study was the use of a large representative sample

of older adults with health and wellbeing outcomes including an objective measure of
physical function. There are some limitations to our study, which should be noted. Caring
is self-reported, and many be underestimated as family carers may not perceive caring
for their spouse or older parents as caring, but just part of normal family interactions. We
also have not examined the duration of caring, which would likely also be associated with
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health outcomes (32). There may also be a selection bias associated with healthier people
becoming carers, and this might be particularly relevant in the Irish context, where nursing
home placement is more common.

In summary, this study describes the characteristics of both care recipients and carers in
the older population in Ireland, and health outcomes associated with caring. We find that
there are positive health outcomes associated with lower hours of family caring. However,
high hours of caring are associated with poor health and wellbeing outcomes, particularly
for women. Future research should investigate if there is a threshold amount of state and
private care necessary to reduce carer burden. As state-provided care should allow more
leisure time for informal carers, a better understanding of the determinants that contribute
to the allocation of formal care services for carers is also essential. Country-specific policy
responses to population ageing require identification of these differences between formal
care use and family caring at the population level; and an understanding of why they
exist, particularly if these differences are driven by socioeconomic factors. Overall, our
findings suggest interventions to increase social inclusion of family carers and enhance
home support through formal care mechanisms should reduce these negative effects on
the wellbeing and health of carers and will be important for future public health (33). To
encourage family caring, state-provided home support must also be available to facilitate
and support carers to retain their work and leisure in addition to their caregiving. This will
help ensure the carer’s journey remains positive and will enable both the carer and the
care recipient to remain in the home for as long as is possible
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