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PUBLIC HEALTH POLICY AND PRACTICE

Transitions to informal care in Great Britain during the
1990s
M Hirst
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J Epidemiol Community Health 2002;56:579–587

Objectives: To estimate annual changes and trends in the population of informal carers and to inves-
tigate transitions to caregiving by age, gender, locus of care, and level of involvement.
Design: Longitudinal analysis of data from the British household panel survey, 1991 to 1998, an
annual prospective survey of a nationally representative sample of more than 5000 private households
in England, Scotland, and Wales.
Subjects: Over 9000 adults over 16 years interviewed personally in successive waves of the survey,
including around 1300 informal carers each year.
Results: One third of co-resident carers and 40% of extra-resident carers start caregiving each year
and similar proportions cease to provide care. Five year period rates are at least 75% higher than the
one year prevalence estimates. Almost everyone is involved in caregiving at one time or another and
over half are likely to provide 20 hours or more care per week at some point in their lives. Recent trends
indicate that more adults are becoming heavily involved in providing longer episodes of care. Although
the onset of caregiving peaks in late middle and early older age, above average incidences span three
decades or more of adult life. Age variations in the start of caring relationships are driven by the
changing demands for care within and between generations over the life course. There is no firm evi-
dence that carers increase their involvement in caring activities over the first three years of a caring epi-
sode.
Conclusions: The population of carers is constantly changing as some people stop providing care and
others take on a caring role or vary their level of involvement. Policy measures responsive to the diver-
sity of caring roles, and geared around key transitions, are likely to be most effective in supporting car-
ers through changing circumstances. Recognition and support for carers who are heavily involved in
caring activities from the outset should be a priority.

T
he market value, or replacement cost, of unpaid care pro-
vided by family members and friends to ill and disabled
adults in the United States was estimated to be $196 bil-

lion in 1997.1 The economic value of informal caregiving in
Britain is reported to be around £34 billion per year, although

the methodologies used to produce such estimates are

contested.1a 2 However, few would argue that state provision of

care could ever replace the carers’ role or that, without their

contribution, community health and social care services could

cope with the additional demands on their resources. On the

contrary, supporting informal carers in their caring role is high

on the public policy agendas of many developed countries.

With mounting concern about funding the long term care

needs of older people, a determined shift from institutional

arrangements to community and home based provision, and

uncertainty about the impact of demographic and social

change on the demand for and supply of family care, govern-

ment policies towards carers and the people they care for are

evolving rapidly.3 Central to policy thinking is the relation

between informal care and formal provision, and how to strike

an appropriate and sustainable balance between cash pay-

ments and support services for both care recipients and carers.

Various approaches can be observed as each country evolves a

particular mix of policy responses, including home care, day

care and respite services, cash allowances for carers, direct

payments to disabled and older people to enable them to pur-

chase care, and the protection of carers’ pension rights.4–6

In Britain, there are an estimated 5.7 million adult carers, or

13% of people aged 16 years or over.7 A great deal is known

about their circumstances, who cares for whom, the types of

help given, and the time spent on caring activities.7 8 Much is

also known from qualitative studies about how and why

people take on a caring role, the costs and opportunity costs
involved, as well as the satisfactions and difficulties of
caring.9–11 Most British studies are cross sectional in design,
however, providing few insights into the dynamics of caregiv-
ing.

There is growing recognition of both the practical and theo-

retical importance of adopting temporal perspectives on

caregiving, its antecedents and its longer term

consequences.12 A dynamic perspective is required to under-

stand the considerable changes that carers typically experi-

ence, and draws attention to the duration and cumulative

impact of caregiving.13 Identifying stages in the evolution of

caring responsibilities and activities enables services and

practical support to be tailored to meet carers’ changing needs

and circumstances.14 15 A dynamic perspective is also required

for understanding how community care policies operate, and

for evaluating the effectiveness of the support carers receive

directly and from the services organised primarily around the

cared-for person.16 Current policy and practice has fuelled an

increasing focus on measuring the outcomes of health and

social care over time, including the impact on carers.17 Estab-

lishing the temporal order of events is also crucial for under-

standing the relationships between the caring role and carers’

health, employment and financial circumstances.

Research on the dynamics of caregiving in Britain is

particularly relevant at the moment for monitoring the impact

and reach of recent policy initiatives on informal carers. The

national strategy for carers, announced in February 1999,

emphasises the importance of providing information for

carers, supporting carers in their caring activities, promoting

their health and social wellbeing, and maintaining their other

roles, including paid employment.18 A key element of the
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strategy is the provision of ring fenced grants for local

authorities to develop the range and quality of services for

giving carers a break from caring. Another important measure

is the introduction of a second state pension for carers. In

addition, new legislation has extended carers’ rights to an

assessment of their own needs and service support independ-

ently of the person they look after.19 Advice on quality stand-

ards and the practices needed to meet key outcomes for carers

have also been widely circulated to service planners and man-

agers for use in audit and performance management.20 21 Par-

ticular attention has focused on developing carer support

projects in doctors’ surgeries and the potential benefits of

closer collaboration between the health services and carers’

organisations.22 23 Questions remain, however, about the effec-

tiveness of these measures, the adequacy of the resources

available, and the implications of targeting heavily involved

carers.24

This paper summarises what is presently known about carer

transitions in Britain, drawing on new evidence from a

prospective, population based survey. It provides up to date

estimates of transitions into and out of caring, compares rates

of turnover between subgroups of carers, and investigates time

trends in carer transitions. The approach is mainly descriptive,

to provide a quantitative framework for understanding better

the dynamics of caregiving. As well as examining the chang-

ing population of carers, this paper provides estimates of the

extent of informal care over time, the likelihood of people tak-

ing on a caring role, and the timing of care episodes during the

life course. The implications of the findings for policy develop-

ment and service provision are considered in the final section.

METHODS
The sample
This paper is based on secondary analysis of the British

household panel survey. The BHPS is an annual survey of a

representative sample of more than 5000 private households

in Great Britain (that is, England, Scotland, and Wales), yield-

ing almost 10 000 adult interviews each year.25 The panel was

recruited in 1991 when information was gathered on all those

living in private households at sample addresses selected

according to a two stage clustered probability design and sys-

tematic sampling.26 In later waves, all people over 16 years at

wave one are interviewed, plus their natural descendants on

turning age 16, and other adult members of their current

household. Because the sample is augmented in this way, it

remains broadly representative of the British population

throughout the 1990s.

Definitions
Respondents over 16 years are asked whether they provide

informal care for someone who is sick, elderly, or disabled,

whether inside or outside their own household. Caregiving is

defined as looking after, giving special help, or providing some

regular service that is not provided in the course of paid

employment. Informal care provided by younger people is not

included in the survey.

The term “co-resident” describes those who provide

informal care for someone in the same household, and “extra-

resident” is used to denote caring for someone living

elsewhere, in another private household or in a communal

establishment. Co-resident caregiving often involves the more

demanding forms of care, help with personal care (for exam-

ple, bathing, dressing, or using the toilet) and mobility. By

comparison, out of household caring relationships are gener-

ally less intensive, concentrating on the provision of practical

help such as housework and shopping.8

Carers are also distinguished according to their level of

involvement, focusing particularly on those providing at least

20 hours of informal care a week and those providing 50 hours

or more per week. Carers devoting long hours to their caring

activities are more likely to provide personal and physical
assistance to someone who lives in the same household, with
no assistance from other people.27 The 20 hour threshold is
commonly adopted by local social services authorities to target
those providing a substantial amount of care on a regular basis
for the purposes of obtaining a needs assessment under the
Carers Act.28 In the survey, interviewers record the hours that
people devote to caregiving according to one of ten categories,
ranging from less than five hours to 100 or more hours per
week; these categories are combined for the summary
distributions presented here using a schema developed by
others.29 The average number of hours was computed from the
midpoint values of the intervals used in the survey with 112,
or 16 per day, representing the open-ended interval “100 or
more hours per week”.

Data analysis
This paper is based on the first eight waves of the BHPS from

1991 to 1998. Individual respondents can be linked across

successive waves to identify transitions into and out of infor-

mal care, although it is not possible to define with any preci-

sion the onset or end of a caring role, or the reasons involved.

All that is certain is whether caregiving begins or ends

between two successive waves; informal care that starts and

ends between successive waves is missed altogether. The

duration of care episodes can be inferred from the number of

consecutive waves at which caregiving is reported. With eight

interview waves and no information on when caring activities

commenced, new (incident) care episodes up to six “years”

long can be identified; in practice, small sample sizes limit

analysis to episodes of shorter durations. The observation

period is too narrow to estimate with confidence the typical

duration of caring episodes for different groups of carers or

caring relationships.
It is acknowledged that caring activity reported at two or

more consecutive waves does not necessarily imply that
caregiving has been continuous throughout the intervening
period, that the level of involvement in caring activities has
been constant, or that the same person has been cared for.

Further compromises are required. Within households,

individual caring relationships can be traced across successive

waves because both carer and care recipient form part of the

enumerated sample, but extra-resident care recipients, of

whom no more than two are identified, are known only by

their relationship to the carer. Out of household care for a

“parent or parent in law”, one of the survey categories, could

cover four different people, more if step or adoptive

relationships are included. Moreover, it is not possible to

discover whether spells of co-resident care were preceded or

followed by the provision of extra-resident care for the same

people. In this analysis, therefore, transitions into and out of

informal care are defined not by the start or end of caring

relationships, but by whether or not individuals provide infor-

mal care across successive interview waves.

Transitions to informal care are repeatable events, with

some people providing care intermittently or occasionally,

sometimes for the same person. It was decided to include all

such events, treating each transition into informal care for

each person as a separate event; these events were then pooled

over all people.

The BHPS data can be weighted to take account of sample

attrition and those people who refused an interview, were

interviewed by proxy, or were unable to be interviewed.

Weighted data give marginally higher incidence rates of infor-

mal care, though differences between the weighted and

unweighted estimates are not statistically significant. There is

no consensus on the use of sample weights, and it was decided

to report the more conservative findings from the unweighted

data. Analyses were conducted separately for male and female

respondents because their circumstances around the transi-

tion to informal care differ widely.
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Respondents who start, cease or continue providing

informal care were identified from cross tabulations across

successive waves using SPSS version 10. Prevalences and inci-

dences of informal care, based on person years of observation,

and cumulative rates and risks for each year of adult life were

estimated according to commonly used techniques.30 The

paired t test and the χ2 test for symmetry 31 were used to assess

changes between successive interviews in the amounts of time

that people devoted to their caring activities. Statistical

significance was decided according to the five per cent level

(p<0.05) and, where appropriate, 95% confidence intervals

(CI) were estimated to indicate the range that is most likely to

include the findings that would be obtained if the total popu-

lation were studied.32

RESULTS
Table 1 summarises key characteristics of the sample of “new”

carers, that is, those people who said they were providing

informal care at each wave, but not at the preceding one. The

data illustrate well established patterns: a predominance of

women especially among extra-resident carers, most carers in

middle to early old age, the heavier involvement of those pro-

viding informal care inside their own homes, the importance

of spouse care, and the extent of inter-generational caregiving

both within and between households.7 8 27 33 Caregiving within

households often demands higher levels of involvement,

whereas out of household care is more widespread, and a size-

able minority of extra-resident carers look after more than one

person. There is no difference in the average age at which

women and men take on a caring role (around 49 years for

extra-resident carers and 51 years for co-resident carers).

Women are more likely to look after a son or daughter while

men are more likely to provide co-resident care for a parent or

parent in law. However, women are more heavily involved than

men in providing informal care inside their own household.

Although women predominate in all extra-resident caring

relationships, similar proportions of women and men carers

are involved in each type of relationship described here.

The changing population of carers
Annual estimates of changes in carer status indicate similar

rates of entry to and exit from caregiving (table 2). This is the

case within both the female and male populations irrespective

of locus of care or level of involvement in caring activities.
The findings also draw attention to extremely high rates of

turnover in the carer population. Carer turnover is represented
by the number of people who start caregiving during a year as
a proportion of all those providing care at the end of that year,
and by the number ceasing care as a proportion of all those
providing care at the start of a year. Thus 41% of extra-resident
carers, women and men combined, had started caregiving in
the previous year while a similar proportion (42%) ceased car-
egiving in the following 12 months. Turnover is lower among
co-resident carers (32% start and 30% cease) but somewhat
higher in the case of those providing 20 hours or more care per
week (44% start and 41% cease). People moving across the 20
hour threshold are almost equally divided between carers
varying their involvement in caring activities (47%) and those
moving into or out of a caring role (52%). By comparison,
those crossing the 50 hour threshold are more likely to be
increasing or decreasing their involvement (61%) than
starting or ceasing to provide informal care (39%). Although
more women than men take on a caring role, there are no
gender differences in turnover rates except for out of
household care, where men start and cease providing care
more frequently than women (62% and 57% respectively;
p<0.001).

These estimates of annual change can be applied to typical
populations at an area or organisational level to provide better
indications than are currently available of the number of adult
carers over time. For example, health and social care
professionals in a typical local authority area with 250 000
adults might expect to provide the information and support
needs of over 3000 new, heavily involved carers (those provid-
ing at least 20 hours care per week) every year, that is 12 per
working day on average. A comparable figure for a typical
general medical practice with three family doctors and 4500
adult patients would be around 60 per year.

Table 1 Characteristics of adult informal carers at the start of caregiving by gender
and locus of care (percentage)

Extra-resident carers Co-resident carers

Women Men Women Men

Age group (y)
16 to 24 7 9 9 9
25 to 34 14 12 15 11
35 to 44 20 19 18 17
45 to 54 24 22 15 17
55 to 64 16 18 16 18
65 to 74 13 14 16 15
75 or over 6 6 11 13

Hours caring per week
Less than 5 hours 56 63 21 26
5 to 9 hours 23 19 16 17
10 to 19 hours 12 11 20 21
20 to 49 hours 6 5 19 21
50 hours or more 2 3 24 15

Base: number of carers 1569 1052 457 402

Relationship of care recipient to carer
Spouse/partner – – 54 56
Parent/in law 40 42 17 22
Son/daughter

20 20
21 18

Brother/sister 2 3
Other relative 3 2
Client of voluntary organisation 8 6 – –
Friend/neighbour 31 30

2 0
Other 2 2

Base: number of caring relationships 1863 1275 465 409
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Prevalence of informal care
The greater the turnover of carers, the higher the number of

people who are involved in caregiving over time. Table 3 shows

that one year prevalence rates for women and men alike are

between one third and one half as much again as the point

estimates. Five year period rates for both extra-resident and

co-resident caregiving are 75% or more higher than the one

year rates. The differences are greater for heavily involved car-

ers: almost twice as many people identify themselves as heavy

carers during a five year period as in a one year period. The

rates of increase in the proportion of carers as the observation

period widens are similar for women and men alike.

(The one year prevalence rates shown in table 3 exceed

slightly the sum of the rates for those starting, continuing and

ceasing care shown in table 2, because the latter estimates

require stricter treatment of missing data.)

Recent trends
The transition rates presented above are aggregate estimates

across the study period as a whole. During the 1990s, however,

the proportions of both women and men who became heavily

involved in providing informal care increased.34 The number of

carers providing 20 hours or more care per week across

successive waves increased by around 7% a year (women:

OR=1.07, 95% CI 1.02 to 1.11; men: 1.08, 1.03 to 1.14). This

trend towards more intensive caregiving is attributable in part

to a declining incidence and duration of the less demanding

types of care for friends and neighbours, and for clients of vol-

untary organisations. At the same time, there was an increase

in the more intensive caring relationships within households

associated with spouse care in older age and, to a lesser extent,

the provision of care for a child or elderly parent. Although

extra-resident care declined overall (women: 0.96, 0.95 to

Table 2 Annual prevalence of carer transitions in the adult population by gender,
locus of care, and number of hours spent caring per week

Annual transitions

Women Men

Rate per 1000 (95% CI) Rate per 1000 (95% CI)

Extra-resident carers
Starting 49.8 (47.4 to 52.2) 39.7 (37.3 to 42.0)
Continuing 76.3 (73.4 to 79.3) 50.0 (47.4 to 52.6)
Ceasing 52.4 (49.9 to 54.8) 40.6 (38.2 to 43.0)

Co-resident carers
Starting 14.7 (13.4 to 16.1) 15.3 (13.8 to 16.8)
Continuing 32.6 (30.6 to 34.6) 30.3 (28.2 to 32.3)
Ceasing 13.8 (12.5 to 15.1) 13.2 (11.8 to 14.6)

20 hours or more per week
Starting 15.2 (13.9 to 16.6) 10.9 (9.7 to 12.2)
Continuing 19.4 (17.8 to 20.9) 13.8 (12.4 to 15.3)
Ceasing 13.9 (12.6 to 15.2) 9.3 (8.1 to 10.5)

50 hours or more per week
Starting 8.5 (7.5 to 9.6) 6.1 (5.1 to 7.0)
Continuing 8.7 (7.7 to 9.8) 6.4 (5.4 to 7.3)
Ceasing 7.8 (6.8 to 8.7) 5.0 (4.1 to 5.9)

Table 3 Prevalence of informal care among adults in Great Britain by gender, locus
of care, and number of hours spent caring per week

Time period

Women Men

Rate per
1000 (95% CI)

Rate per
1000 (95% CI)

Extra-resident carers
Point 123.6 (120.3 to 126.8) 86.0 (83.0 to 88.9)
One year 176.4 (172.4 to 180.4) 127.2 (123.4 to 131.0)
Three year 253.3 (247.9 to 258.7) 188.4 (183.1 to 193.6)
Five year 313.2 (305.9 to 320.6) 237.6 (230.3 to 244.9)
Seven year 363.0 (350.0 to 376.1) 276.8 (263.6 to 289.9)

Co-resident carers
Point 45.8 (43.7 to 47.8) 44.0 (41.8 to 46.2)
One year 62.0 (59.4 to 64.5) 60.3 (57.6 to 63.0)
Three year 86.7 (83.2 to 90.2) 86.2 (82.4 to 90.0)
Five year 109.6 (104.5 to 114.6) 108.0 (102.6 to 113.4)
Seven year 131.8 (122.5 to 141.2) 131.2 (121.2 to 141.3)

20 hours+ carers
Point 34.0 (32.2 to 35.8) 24.2 (22.6 to 25.9)
One year 50.2 (47.9 to 52.6) 35.7 (33.6 to 37.9)
Three year 74.9 (71.6 to 78.2) 55.2 (52.1 to 58.3)
Five year 96.9 (92.1 to 101.6) 70.9 (66.4 to 75.3)
Seven year 120.8 (111.6 to 129.9) 87.0 (78.5 to 95.4)

50 hours+ carers
Point 17.0 (15.7 to 18.3) 12.4 (11.2 to 13.6)
One year 25.8 (24.1 to 27.5) 18.8 (17.2 to 20.3)
Three year 39.6 (37.2 to 42.1) 28.7 (26.4 to 30.9)
Five year 51.7 (48.1 to 55.3) 37.1 (33.8 to 40.4)
Seven year 64.8 (57.9 to 71.8) 46.2 (39.9 to 52.6)
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0.98; men: 0.98, 0.96 to 0.99), out of household care for elderly

parents provided by daughters and daughters in law increased

over the study period.

These trends reflect recent changes in society including: ris-

ing numbers of frail older people, increased chances of living

with a spouse in old age, higher rates of home ownership

among more recent cohorts of older people, and continuing

improvements in the life expectancy of severely disabled

children.34

Cumulative probability of informal care
Figures 1 and 2 chart the cumulative risks, or probabilities, of

becoming an informal carer for each year of adult life by locus

of care and involvement in caregiving. They show how the

probability of taking on a caring role adds up with age,

assuming that people are not subject to competing risks:

admission to institutional care for example, or death.30 Figure

1 shows that virtually everyone is likely to provide informal

care outside their own household at some stage during a full

life span, while almost six out of ten people are likely to have

looked after someone in the same household by the time they

reach their 70th year. The comparable probabilities of provid-

ing 20 hours or more care a week, or at least 50 hours a week,

are somewhat lower: around half and one third respectively.

As expected, gender differences in net risk over the life span

are most striking among the more heavily involved carers,

highlighting the provision of physical and personal care by

women for disabled children or elderly parents. If 100 women

were to reach their 65th birthday, for example, 56% of them

would have provided at least one episode of 20 hours or more

informal care a week and 34% at least 50 hours a week; com-

parable proportions for men are 40% and 25% respectively.

Women in their late 30s to early 50s are also more likely than

men to provide care between households. During these years,

men lag 10 percentage points behind women in the

cumulative risk of providing out of household care. Gender

differences in the risk of becoming a co-resident carer are

negligible, except beyond the age of 75 when men are more

likely than women to start looking after someone inside their

household. In this age group, more men than women still have

a spouse who might require informal care.35

Age specific incidence
Figures 3 and 4 show more precisely when people are likely to

take on a caring role during their life span. The incidence of

extra-resident caregiving increases with age, peaks around

ages 55 to 64 years, and then declines through the older age

groups (fig 3). Women are more likely than men to become

extra-resident carers across almost the entire age range. By

comparison, the incidence of co-resident caregiving fluctuates

somewhat, but generally increases with age until around 75

years. A similar profile is evident for the start of heavy

caregiving with more extreme fluctuations in incidence rates

for women: around one peak during the late 50s and another

in the late 70s (fig 4).

Despite these variations by age, above average incidence

rates span a wide band of consecutive age groups. People face

an increased likelihood of taking on a caring role over three

decades or more from their mid-40s onwards, earlier in the

case of out of household care. Caregiving therefore intersects

with different stages of the life cycle and, as a consequence,

carers’ characteristics, family structures, and household

circumstances are extremely diverse.7 8 27 36

Caring relationships
Most caregiving is based on close personal relationships

within and between generations. How these converge over the

life course largely determines the incidence, timing, and dura-

tion of caring episodes. Although the likelihood of starting to

look after a friend or neighbour increases with age, the age

profile of new extra-resident carers is dominated by the onset

of caring for parents and parents in law. This increases rapidly,

Figure 1 Cumulative probability of informal care by age, gender,
and locus of care.

Figure 2 Cumulative probability of informal care by age, gender,
and numbers of hours spent caring per week.

Figure 3 Annual incidence of informal care by age, gender, and
locus of care (rate per 1000).

Transitions to informal care 583

www.jech.com



peaks around age 50 and declines as quickly (fig 5 and 6). By

comparison, the age profile of co-resident carers is shaped by

the interplay between providing informal care for younger and

older generations, as well as spouse care (fig 7 and 8). Not sur-

prisingly, caring for a sick or disabled son or daughter starts

predominantly during the child rearing years, especially when

parents are in their 30s and early 40s; a very small proportion

of parents start looking after an adult child in later years. Sons

and daughters taking on the care of a parent in the same

household span a much wider age range; most start to do so in

their mid-30s to mid-50s. The likelihood of providing informal

care for a spouse or partner increases with age, and most car-

ing relationships that start after age 55 are between spouses.

Table 4 shows further that differences in the ages of women

and men on entering caring relationships are small, although

the average misrepresents the bimodal distribution of

women’s ages at the start of co-resident care for a parent or

parent in law shown in figure 7. Caring for parents or parents

in law is the only relationship identified in both spheres of

caregiving, and table 4 shows that such care starts at a much

earlier age when it is provided within the same household as

the carer, than when it is provided between the carer’s and the

care recipient’s household. Co-resident care for parents is

mostly provided by single or never married daughters and

sons who have yet to leave, or may have returned to, the

parental home. Divorced or separated daughters also comprise

a sizeable minority of these carers. By comparison, extra-

resident care of parents and parents in law is predominantly

provided by adult children who are living as married and often

have family commitments of their own.33

Changes in time spent caring
It was hypothesised during this study that carers would devote

an increasing amount of time to their caring activities

especially where the care recipients’ medical conditions

worsen, or they become more frail or dependent on others. The

first three years of a caring episode is the maximum spell that

sample numbers would allow to investigate this hypothesis. It

was also necessary to focus on those carers with one care

recipient only to remove changes in the amount of time

devoted to caregiving that might arise from changes in the

number of care recipients over time. However, it was beyond

the scope of this analysis to distinguish between different

types of caring relationship.

When the time devoted to informal care by those in their

second or third consecutive year of caregiving is paired with

their involvement in earlier years of the care episode, there is

no firm evidence that people increased their involvement in

Figure 4 Annual incidence of informal care by age, gender, and
number of hours spent caring per week (rate per 1000).

Figure 5 Women’s ages at the start of extra-resident caregiving by
care recipient’s relationship to their carer (base: all caring
relationships).

  

Figure 6 Men’s ages at the start of extra-resident caregiving by
care recipient’s relationship to their carer (base: all caring
relationships).

  

Figure 7 Women’s ages at the start of co-resident caregiving by
care recipient’s relationship to their carer (base: all caring
relationships).
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caring activities over time (p>0.05 between first and second

years, and between second and third years, by gender and

locus of care). It seems that people who continued providing

informal care beyond their first reported caring relationship

were heavily involved in caring activities from the outset;

those providing informal care at one wave only devoted fewer

hours on average to their caring activities. This suggests that

there are substantive differences in the intensity and scope of

caregiving between short, transitory spells and longer

episodes. Data on caring activities, to explore the association

between duration and patterns of care, are not collected in the

BHPS however.

DISCUSSION
Longitudinal studies of informal care in several countries have

drawn attention to the considerable changes in the population

of carers over time, although international comparisons are

hampered by differences in the definition of caregiving and

how it is measured.37 38 In Britain, the population of carers is

constantly changing as people stop providing care and others

take on a caring role or vary their level of involvement. A sub-

stantial minority start and cease providing informal care each

year. Recent trends point to a decline in the less demanding

caring activities between households, and an increase in the

more intensive forms of care for parents, elderly spouses, and

disabled or technology dependent children.

It is no longer possible to regard informal carers as a

discrete fixed group, nor to draw hard and fast distinctions

between them and the remainder of the population. Most

people are involved in caregiving at one time or another, albeit

for many this will be an activity more accurately described as

informal helping or neighbouring. None the less, over half the

adult population are likely to be heavily involved in providing

informal care at some point in their lives. Although the onset

of caregiving peaks in late middle and early older age, above

average incidence rates span three decades or more of adult

life. Age variations in the start of caring relationships are

driven by the changing demands for care within and between

generations over the life course. Gender differences draw

attention to the increased likelihood of women providing

informal care and their greater involvement, but there is no

difference in rates of turnover between women and men who

are heavily involved in looking after someone inside their own

household.

High rates of carer turnover have important financial and

administrative implications for developing services to support

carers in their caring role. Underestimates of turnover would

result in the needs of many carers, and the people they care

for, not coming to the attention of service providers, and a risk

that formal support is slow, inflexible, and therefore inappro-

priate. On the other hand, overestimates of turnover would

inflate the number of carers over time and could lead to

wasteful care management resources and higher unit costs.

Across service planning, commissioning and budgeting cycles,

there will be many more carers than have been shown in cross

sectional estimates of the carer population. If provision for

carers is developed on the basis of such estimates, resources

will be stretched and support services will be inadequate. The

findings also indicate that more carers became heavily

involved in providing longer episodes of care during the 1990s.

If this trend continues beyond the study period, increasing

resources will be required to assess their needs and to support

them in their caring activities.

Figure 8 Men’s ages at the start of co-resident caregiving by care
recipient’s relationship to their carer (base: all caring relationships).

  

Table 4 Adult carers’ ages at the onset of caregiving by gender, relationship of
care recipient, and locus of care (years)

Relationship of care recipient
to the carer

Women Men

Mean SD (95% CI) Mean SD (95% CI)

Extra-resident carer
Parent/in law 45.4 9.4 (44.7 to 46.1) 48.1 10.9 (47.2 to 49.1)
Other relative 44.3 19.1 (42.3 to 46.2) 42.0 19.2 (40.0 to 44.4)
Friend/neighbour 55.3 17.7 (53.8 to 56.8) 54.0 18.4 (52.2 to 55.9)
Other 55.0 18.1 (52.3 to 57.7) 53.9 18.4 (50.4 to 57.4)

Co-resident carer
Spouse/partner 59.1 15.1 (57.2 to 61.0) 60.9 14.8 (58.9 to 62.8)
Son/daughter 39.6 14.3 (36.8 to 42.5) 40.5 11.7 (37.7 to 43.2)
Parent/in law 37.1 15.6 (33.6 to 40.5) 38.3 15.0 (35.1 to 41.5)
Other 42.3 23.4 (33.9 to 50.8) 45.3 22.6 (34.7 to 55.9)

Key points

• Between 30% to 40% of informal carers in Britain stop pro-
viding care and a similar proportion take on a caring role
each year.

• Two thirds of women and over half of men will provide 20
hours or more informal care per week sometime in their
lives before age 75.

• Although the onset of caregiving peaks in late middle and
early older age, above average incidences span 30 years
or more of adult life.

• Age variations in the start of caring relationships are driven
by changing demands for care within and between
generations over the life course.

• Heavy carers are likely to be heavily involved from the out-
set of caregiving and for longer periods than those provid-
ing fewer hours of care a week.
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Carer turnover also has implications for policies designed to
overcome barriers to combining paid work with caregiving, or
to enable people to move more easily between employment
and benefit receipt, and to return to paid work after caregiving
ends. The findings show that almost half the adult population
take on a heavy caring role before reaching pension age.
Moreover, the peak time for the onset of caregiving coincides
with the pre-retirement years, when financial provision for old
age is consolidated. Enabling carers to maintain their attach-
ment to the labour market could bring immediate and longer
term benefits to the working population, more so as women’s
employment continues to expand and their incomes increas-
ingly sustain household finances.6 Where carers have to relin-
quish paid work, opportunities to develop human capital dur-
ing a caring episode would help maintain their employability.
For those who want to work, family friendly employment
practices, like job share and flexible working time, would help
carers to achieve a better balance between the demands of
paid work and home life. Specific leave arrangements includ-
ing time off in emergencies, access to a telephone, and coun-
selling will be especially helpful to those struggling to sustain
their caring roles. Despite government encouragement,
however, the adoption of such measures is extremely patchy,
while welfare to work schemes often give insufficient
attention to carers’ commitment to their caring roles and the
additional costs to them of caring.39 40 There is no firm
evidence, therefore, on the effectiveness of these measures for
sustaining carers’ employment and reducing the risk of
poverty and social exclusion.41

Underestimating the rate of transition into caregiving may
explain in part why informal carers often feel taken for

granted or ignored, despite their increasing priority in policy

and service development.1 42 Informing carers of social security

benefits, and their right to an assessment for service support,

is not routine practice, while the quality, type, and availability

of service support varies considerably.43–45 As a consequence,

many carers may have been caring for some time before

getting the support they need, or may never receive it.

It can be difficult, however, to pinpoint the start of caregiv-

ing because many people feel they are fulfilling family obliga-

tions and regard caregiving as part of their normal, everyday

activities.11 We know surprisingly little about how people come

to define themselves as carers, and what prompts them to seek

help and access services. Identifying transitions into informal

care therefore represents a challenge to professionals and

service providers who are aiming to support informal carers,

target those with greatest needs, and provide timely support.

Indeed, the time is ripe for a trial of the methods currently

used to identify and follow up carers. Recognition and support

for carers who are heavily involved in caring activities from the

outset should be a priority. In the meantime, increased aware-

ness of carers’ roles and responsibilities through the media

and other public information, and wider promotion of their

employment, health and social needs would, on the evidence

presented here, benefit a large section of the population over

time.

The pattern of transitions to informal care across different

phases of the life course draws attention to the diversity of

carers’ circumstances and how these interact with caring rela-

tionships. Not surprisingly, the acceptability and effectiveness

of carer policies and service provision varies considerably

between different groups of carers.16 Policies towards carers

have to be both flexible and comprehensive if they are to

respond fully to carers’ heterogeneous needs and changing

circumstances. The involvement of multiple service providers

that this implies, including not for profit and carers’ organisa-

tions, requires effective coordination and a shared commit-

ment to supporting carers. A further implication is that serv-

ice providers are likely to be most effective in meeting carers’

needs when they provide high quality advice and information

on the complete range of benefits and services for carers, sign-

post or refer carers to local agencies and, where appropriate,

act as brokers of services. Well informed carers are likely to

contact the most relevant professional or service provider and

make fewer inappropriate demands.21

The timing of interventions around transition points, such

as hospital discharge46 or the move from children’s services to

adult provision,47 is likely to be important for ensuring positive

outcomes for both carers and care recipients, and for prevent-

ing or alleviating adverse consequences. In addition, checks on

benefits entitlement, support needs, work related measures

and health, whenever a suitable opportunity arises, or at regu-

lar intervals, would help to sustain those providing extended

spells of informal care. The end of a protracted spell of heavy

care can be particularly difficult for carers, especially when the

cared for person dies or enters institutional care.48 49 The

circumstances of former carers also highlight the persistence

of adverse health, social and financial consequences beyond

caregiving, and a need to consider continuing support in the

post-care period.50 51 Change and transition in the caring role

therefore point to areas where service performance assess-

ment and audit could be usefully focused.

This study of carer transitions is necessarily limited by the

data available in the BHPS and the assumptions made about

changes between successive interview waves. The dynamics of

caregiving undoubtedly reflect the dynamics of impairment

and disability, and the changing needs of the cared for person,

but that can form only part of the explanation.52 53 Under-

standing the decision to care and carers’ willingness to

continue providing care, as well as considering their changing

needs and circumstances, and aspirations for the future, are

also required.11–13 15 To incorporate the time dimension into an

evaluation of informal care requires appropriate measures of

the caring experience, and detailed sequence analysis to

describe and interpret caregiving trajectories. A particular

challenge is to construct typologies of caring episodes, for dif-

ferent groups of carers, in terms of the incidence, timing,

duration and intensity of care. Policies that distinguish

between such trajectories, and are geared around key

transitions or turning points, are likely to be more effective

than those that fail to take account of the time dimension in

caring relationships.54
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