UNIVERSITYW

This is a repository copy of Partner care at the end-of-life:identity, language and
characteristics.

White Rose Research Online URL for this paper:
https://eprints.whiterose.ac.uk/75762/

Version: Published Version

Article:
Corden, A and Hirst, Michael Anthony (2011) Partner care at the end-of-life:identity,
language and characteristics. Ageing and Society. pp. 217-242. ISSN 1469-1779

https://doi.org/10.1017/S0144686X10000838

Reuse

Items deposited in White Rose Research Online are protected by copyright, with all rights reserved unless
indicated otherwise. They may be downloaded and/or printed for private study, or other acts as permitted by
national copyright laws. The publisher or other rights holders may allow further reproduction and re-use of
the full text version. This is indicated by the licence information on the White Rose Research Online record
for the item.

Takedown
If you consider content in White Rose Research Online to be in breach of UK law, please notify us by
emailing eprints@whiterose.ac.uk including the URL of the record and the reason for the withdrawal request.

\ White Rose -
university consortium eprinis@whiterose.ac.uk
/,:-‘ Uriversities of Leecs: Shetfiekd & York https://eprints.whiterose.ac.uk/




Ageing and Society

http://journals.cambridge.org/ASO

Additional services for Ageing and Society:

Email alerts: Click here
Subscriptions: Click here
Commercial reprints: Click here
Terms of use : Click here

Partner care at the end-of-life: identity, language
and characteristics

ANNE CORDEN and MICHAEL HIRST

Ageing and Society / Volume 31 / Issue 02 / February 2011, pp 217 - 242
DOI: 10.1017/S0144686X10000838, Published online: 15 November 2010

Link to this article: http:/journals.cambridge.org/abstract_S0144686X10000838

How to cite this article:

ANNE CORDEN and MICHAEL HIRST (2011). Partner care at the end-of-life:
identity, language and characteristics. Ageing and Society, 31, pp 217-242
doi:10.1017/S0144686X10000838

Request Permissions : Click here

CAMBRIDGE JOURMNALS

Downloaded from http://journals.cambridge.org/ASO, IP address: 144.32.128.14 on 12 Jun 2013



Ageing & Society 31, 2011, 217-242.  © Cambridge University Press 2010 217
doi:10.1017/S0144686X10000838

Partner care at the end-of-life: identity,
language and characteristics

ANNE CORDEN#* and MICHAEL HIRST*

ABSTRACT

The delivery of services and benefits to people supporting older and disabled
relatives and friends depends largely on their identification within constructs
of ‘care-giving’ and ‘carer’. Those who are married or living with a partner may
be particularly resistant to adopting the identity of ‘care-giver’ or ‘care receiver’.
This paper investigates the circumstances of couples and their adoption of carer
identities, drawing on a study of the financial implications of a partner’s death.
That study was based on over 750 couples where one partner died, drawn from
the British Household Panel Survey, and separate qualitative interviews with
people whose partner died in the previous two years. The findings show that carer
self-identification was influenced by the partner’s health-care needs and service
contacts, including welfare benefits receipts. None of the socio-demographic
factors considered was statistically linked to whether people described themselves
as providing care for their partner, unless there was an underlying association
with the partner’s health-care needs. The findings underline the problems of
using self-reported identities in surveys and estimates of take-up of services and
benefits, and the difficulties of delivering entitlements to people who care for their
partner at the end-of-life. A challenge for policy makers is how to move beyond
formal categories of ‘carer’ and ‘care-giving’ to incorporate inter-dependence,
emotional commitment and the language of relationships in planning support for
frail older people.

KEY WORDS — carers, care-giving, identity, panel data, qualitative study.

Introduction

The discourse on ‘informal care’ and the construction of ‘carers’ as a
social category have had a pronounced influence on the United Kingdom
(UK) health and social-care agenda (Bytheway and Johnson 1998 ; Heaton
1999). Fine (2007) showed that the development of policies and practical
interventions towards those who give and receive care, and the accom-
panying applied research, have themselves shaped theoretical ideas about
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the concept of ‘care’. After 40 years of lobbying and campaigning
(Cook 2007), a growing knowledge base (T'wigg 1992), and major initiatives
on social security and community care (Department of Health 1989g), the
role and contribution of unpaid carers are now recognised across a wide
range of policy arenas (Her Majesty’s Government 2008). Carers’ rights to
support in their caring role are enshrined in legislation (Clements 2009),
and spelt out in service standards (e.g. Department of Health 1999) and
in guidance on implementation and practice (e.g. Department of Health
2000).

Despite widespread recognition of the concept of caring, nomination
as a carer depends largely on self-definition. When a person requests
an assessment of needs for support, or seeks respite from their caring
activities, or applies for the Carer’s Allowance, direct payments or a state
pension credit, she or he must position their self as a ‘carer’ to receive the
services and benefits for those with caring responsibilities. Assuming a
carer identity may foster personal growth, self-esteem and social approval,
as well as connections with other carers (O’Connor 2007). Such responses
may, in turn, lead some people to participate in shaping the outcomes of
services for users and carers (Roulstone ez al. 2006). The benefits of iden-
tifying as a carer may extend beyond a person’s caring role to improve
their access to educational, employment and leisure opportunities; in
some jurisdictions, identification of carers and caring roles is linked to
property rights and financial security when care-giving ends (Wong 2004).

Choosing to identify as a carer is not straightforward, however, and
the concepts of caring articulated in research, policy and practice may
contradict or undermine customary roles and expectations (Twigg and
Atkin 1994). Where giving care is seen as an inherent part of family life —
something people ordinarily do within the family — taking on a carer
identity may sit uneasily alongside other relational roles of parent, spouse,
son or daughter. Such ambivalence may explain the widespread occur-
rence of ‘hidden carers’ — relatives and friends who provide care beyond
the gaze of statutory service providers (Cavaye 2006).

Parents of disabled children find particular difficulty in seeing them-
selves as ‘carers’ (Beresford 1994), as do children and young people with a
disabled parent (Becker, Aldridge and Dearden 1998). Living together as a
couple, however, may be the relationship that is most resistant to the carer
identity (Henderson 2001; Parker 1993). Marriage or living as married
is perhaps the most private of relationships, and caring for a spouse or
partner is widely regarded as an extension of the love and support that
define many such partnerships. When serious or long-term health-care
needs arise, the partners may strive to maintain their ‘normal’ expecta-
tions of each other and their relationship. Some people may consciously
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reject the separate or additional identities as care-giver or care receiver.
For others, such identities may not occur to them, for example when
providing emotional support and managing distress and anxiety seem
more important than providing physical and personal care, which fit
more easily with popular perceptions of care-giving. As couples age, both
partners are more likely to need and to give support, and the boundaries
between providing and receiving care can be blurred.

Caring for a partner is predominantly the experience of older people,
increasingly so following increases in life expectancy, and most spouse
carers are women (Pickard e al. 2000). For some older women, providing
care for a sick or disabled partner revives a caring role that characterised
earlier stages of the lifecourse when looking after children, elderly parents
and sometimes neighbours (Howarth 1998). However, caring for someone
towards the end-of-life makes particular demands on women and men
alike. While an impending sense of loss is likely to grow gradually as people
age, some people face additional challenges in dealing with complex
physical symptoms in their partner, intensive medical procedures and
psychological distress. Caring for and caring about the person, preparing
for death while maintaining quality of life, dealing with conflicting desires
and wishes, and renegotiating social roles and relationships, greatly com-
plicate carers’ perceptions of themselves and their interactions with service
providers (Payne 2004).

Advancing age may influence whether and how a person seeks or avoids
help (Finucane et al. 2002; Howse, Ebrahim and Gooberman-Hill 2005).
In particular, ambivalence or reluctance about identifying as a carer, or
delay in doing so, may limit awareness or prevent take-up of services and
benefits for carers (National Audit Office 2009; O’Connor 2007). Wide
variations in how service providers and managers perceive relatives and
friends of those who are ill or disabled can further hinder the adoption of a
carer identity and access to appropriate support (T'wigg and Atkin 1994).
Unpaid care-giving seems to occupy a no man’s land between health and
social care, where the carer’s role and contribution are easily marginalised
or ignored by service providers (Association of Directors of Adult
Social Services 2010; Donnellan 2009). Attempts to bridge that divide, for
example through systems for identifying carers in general practice settings
and referral for social services assessments, have had mixed success as
regards sustained impact (Arksey and Hirst 2005). The Westminster gov-
ernment’s end-of-life care strategy on service delivery and good practice
aims to improve support for family members and carers by bringing
together issues around dying, death and bereavement (Department of
Health 2008)." Need for such support is likely to increase. As the post-war
baby boomers enter advanced old age, the number of people experiencing
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the death of a partner will grow (Office for National Statistics 2009a,
2009 ). The ageing of the boomer cohort may influence attitudes to and
constructions of carer identities. New technologies are transforming some
care situations and may influence perceptions of care-giving in future
cohorts that provide and receive care (Jarrold and Yeandle 2009).

In this paper, we contribute to knowledge and understanding about
carer identities by presenting data from research on couples where one
partner died. The study was not designed primarily to investigate carer
identities, and the main focus was on the financial implications for people
whose partner died, but the findings provide useful perspectives on the
circumstances in which people identified themselves as carers and used
the language of care-giving. These raise issues about policy and practice in
allocating resources and services by relying on use of ‘carers’ and ‘care-
giving’ as social constructs. The next section describes the design of the
study, and explains the approach taken here in using findings which
emerged about carers’ identities and circumstances.

Methods

The authors’ initial study focused on financial transitions and adjustments
following the death of a life partner, and their impact on the grieving
process. We adopted a mixed-methods design with both secondary
analysis of quantitative surveys and a series of qualitative interviews. Full
details of the study design and research instruments, including ethical
approval, potential limitations, and assessments of representativeness and
participation are reported elsewhere (Corden, Hirst and Nice 2008).
During the qualitative fieldwork, we became interested in the different
ways in which people described their relationship with the one who died,
and we subsequently decided to investigate further. After the main study
was completed, we revisited the qualitative material on carer identities and
reviewed the opportunities for secondary analysis of the quantitative data.
We draw on both sources of evidence here.

The quantitative component was based on a study group of couples
separated by death drawn from the British Household Panel Survey
(BHPS), a general-purpose survey of a nationally representative sample of
over 5,000 private households in the UK (Taylor e al. 2006). By pooling
data across 14 annual interview waves, covering 19912004, we identified a
baseline study sample of 756 couples where the partners had shared an
address continuously for at least six months during the year before one of
them died. Data were drawn from up to three interviews that were con-
ducted before the death (T1, T2 and Tg). The partners’ deaths occurred
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around six months (median) after the T3 interviews (range 2—10 months).
The interviews conducted at T1 and T2 took place around 30 months
(range 26—34) and 18 months (range 14—22), respectively, before the death.
The BHPS respondents could identify themselves in a care-giving role by
answering ‘yes/no’ to a question about providing care for someone who
was 1ll, frail or disabled. Care-giving was defined as looking after, giving
special help or some regular service that was not provided in the course of
paid employment. Those who said ‘yes’ were asked who received such
care — child, spouse, relative or friend. We distinguished the carers who
said they were caring for a partner, and identified situations in which the
partners who subsequently died had said they were providing care for
their partner, the survivor.

At the interview immediately before the death (T'3), 701 people answered
questions about care-giving and they constituted the cross-sectional
analysis sample. The longitudinal sample comprised 470 people who
responded to the question on care-giving at all three interview waves prior
to their partner’s death (T1-T4g). Losses from the baseline study sample
arose from late entry to the panel and missing or proxy responses. To
account for design effects, non-response and losses, we used the appro-
priate sample weights developed by BHPS research staff (Taylor et al.
2006). Differences in the characteristics of people in the baseline study
sample who said they were caring for a partner or not were assessed using
chi-squared two-tailed tests of significance. Multiple factors were assessed
using the SPSS logistic regression procedure: factors selected and retained
in the model were judged according to the 5 per cent level of statistical
significance (p <0.05).

The qualitative component in the initial study comprised interviews
with 44 recently bereaved women and men from all age groups and a
range of personal and financial circumstances, recruited with help from
ten national and local organisations in touch with people whose partners
had died. The researchers conducted semi-structured, audio-recorded
interviews during 2007 and 2008. Full details are reported elsewhere
(Corden, Hirst and Nice 2008). In 19 of these interviews, ten women and
nine men discussed their views and experiences of providing intensive
levels of support and nursing at home for partners with deteriorating
respiratory or circulatory conditions, or conditions including dementia
and stroke. All except four of those interviewed were over 50 years old; the
oldest were aged in their late seventies and eighties. Their partners had all
died during the previous two years. We draw here on these 19 interviews.
Some of those who took part used the language of ‘care-giving’ and
‘carer’ spontaneously without prompting. Some identified themselves
as members of carers’ groups and some as recipients of Carer’s Allowance.
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In a few interviews, where appropriate, the researchers asked people
directly whether they had thought of themselves as their partner’s ‘carer’
and what this meant for them. The qualitative exploration of people’s
perceptions and experiences of care-giving was thus secondary to the
study’s principal focus on financial issues, but we believe that the material
provides useful insights into people’s perceptions of the caring role, and
use it here for purposes of illustration and to enhance our understanding of
the issues arising from the quantitative analysis.

Findings

In reviewing the quantitative data we aimed for a broad, representative
picture of how many people described themselves as caring for their
partner in the period leading up to their partner’s death, what were their
main characteristics, and how they differed from people who said they
were not providing care for their partner during the time before they died
(‘people’ refers to the BHPS participants whose partner died). Such find-
ings might be useful to policy makers in showing which people themselves
adopt a ‘carer’ identity who might be more likely to be counted as carers
in censuses and surveys, and more ready to take up services and benefits
targeted on ‘carers’, and which people do not describe themselves as
caring for their partner. Among the latter might be some of the ‘hidden
carers’, unaware of or not receiving support to which they are entitled,
often invisible to service providers, and not counted in estimates of the
‘carer’ population.

Adopting an identity of * care-giving’

In the last BHPS interview before their partner died (T'g), 47 per cent of
the participants said they were providing care for their partner. That
percentage almost doubled during the last two or three years of the part-
ners’ lives (Figure 1). Nearly a third said they provided care at the two
interviews before their partner died (T2 and Tg), and almost a quarter
described themselves doing so at all three interviews (T1-T19g). These
findings might fit a pattern of onset or increases in a partner’s health-care
needs as end-of-life approached, or might reflect the influence of duration
of care and support on the likelihood of people describing themselves
as carers. Almost half (49 %) the participants did not identify themselves as
providing care for their partner in any of the included BHPS interviews,
and a few (8 %) had moved out of a caring role at some point before the
death, including 4 per cent who said they were not providing care at the
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Figure 1. Percentage of people providing care for a partner at three interviews (T1-T3) before
their partner died by months before the death.

Notes: Plotted line shows overall percentage at each interview. Unweighted sample size 470.
Source: BHPS longitudinal study sample T1-T'g, for details see text.

last interview before their partner died having previously done so (at Tt or
T2, or both). This was a matter of interest because most of those who died
were very old and ill (discussed further below).

The BHPS provides no direct evidence on caring trajectories or why
people did or did not identify as giving care. Some deaths do not involve
a period of family care. National studies based on random samples of
adult deaths indicate that one-in-ten deaths, mainly those arising from
ischaemic heart disease or accidents, were sudden and unexpected with no
prior illness or warning (Cartwright 1991). Some people involved in caring
activities may have identified themselves as carers after the last BHPS
interview (T'g) before their partner died. Some partners may have died
away from home or received care primarily from another family member.
Our qualitative material provided examples of people who said their own
poor health during hospital treatment or recovery from operations meant
there had been periods when they themselves had been unable to support
their partner.

Another reason why some people did not report themselves as provid-
ing care might be that they had never thought of themselves in that way or
had rejected the idea. Material from the qualitative interviews showed
how hard it was for some people to think of themselves as ‘carers’. One
woman said her husband’s determination to manage as long as possible
without help meant she had never thought of herself as a carer. An older
woman said her experience in a long marriage was that partners loved and
cared for each other in many different ways; when both were becoming
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frail it was hard to pinpoint a time when ‘care-giving’ began. She had
found it hard to think of her husband as needing ‘care’ and herself as his
‘carer’ when the community nurses helped them claim benefits using such
terms. The qualitative interviews asked some respondents directly whether
they had thought of themselves as carers. Among those who said ‘yes’
were women and men of various ages whose partners had been diagnosed
with a terminal illness. The reasons for thinking of themselves as a carer
included having to stop work to look after a partner, and doing ‘specialist
things’ otherwise done by professional nurses. The BHPS data provide
instances of reciprocal care, which challenges formal distinctions between
care-giver and care receiver. Where both members of a couple were in-
terviewed, more than one-in-ten reported receiving care from the partner
who died — the prevalence did not diminish as the partners approached
the death. Four per cent of couples could be described as mutual care-
givers at the interview before the death, and in 7 per cent, only the partner
who died was described as providing care.

People’s characteristics and circumstances

Carers are diverse but population studies have identified several demo-
graphic and socio-economic factors that predispose people to the role and
to the designation (Maher and Green 2002; Parker and Lawton 1994).
Our analysis showed, however, that among couples where one partner
died, taking on a carer identity was largely unrelated to socio-economic
status, gender or living arrangements. Table 1 shows that differences
between people in the BHPS who said they did and did not provide care
for their partner were relatively small, and those that were statistically
significant were associated with people’s ages. Older people, especially
those in retirement, were more likely to say they were caring for their
partner, as were those who owned their house outright, did not have
access to a car for personal use, and were on average or just below average
incomes. These factors are inter-correlated and broadly characterised
the same group of people. Providing care for a partner was significantly
associated with marital status and ethnicity but small cell sizes make these
associations unreliable.

When all the factors listed in Table 1 were considered together, only
economic activity status had a statistically independent effect, indicating
that it was those over pension age and not working that were most likely to
describe themselves as providing care for their partner. In general, these
findings point to age as a key factor underpinning the likelihood of
adopting the carer identity. The influence of age was not unexpected.
People’s ages were closely correlated with those of their partner (Pearson
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T ABLE 1. Whether providing care _for partner according to socio-demographic
characteristics at interview before the partner’s death

Variables and categories Yes (%) No (%) Unweighted base Chi-squared
Gender: Women 47 53 452
Gender: Men 45 55 249 0.2
Age group:

Under 55 years 32 68 113

55-64 years 42 58 133

6574 years 46 54 213

75 years and over 54 46 242 15.8%%%
Marital status: Lawful spouse 47 53 676
Marital status: Live-in partner 16 84 25 9.5%*
Ethnicity: White 47 53 690
Ethnicity: Other 0 100 6 6.1%
Household type:

Couple only 48 52 575

Couple with other adults 40 60 88

Couple with dependent children 29 71 38 5.7T
Highest educational qualification:

’A’ level and above 50 50 157

Other qualification 44 56 163

No qualification 47 53 372 1.4
Economic activity status:

Working 29 71 137

Not working 44 56 75

Retired 51 49 489 20.2%%%
Registrar-General’s social class:

Professional, managerial, technical 53 47 153

Skilled non-manual 46 54 174

Skilled manual 45 55 138

Partly skilled, unskilled 46 54 188 2.6
House tenure:

Owned outright 50 50 364

Owned with mortgage 32 68 121

Rented 47 53 213 12.4%%
Car or van available: Yes 43 57 460
Car or van available: No 52 48 238 5.9%
Net household equivalised income:

Richest fifth 25 75 61

2nd quintile 43 57 86

grd quintile 50 50 127

4th quintile 45 55 161

Poorest fifth 44 56 131 10.8%
Type of settlement:

Urban 46 54 524

Accessible rural 45 55 72

Remote rural 49 51 103 0.3

Nole: 1. Includes non-dependent children.
Source: BHPS cross-sectional study sample at T'g. For details see text.
Significance levels: T p<o.1,* p<o0.05, ** p<o.01, ¥* p<o.001.



226  Anne Corden and Michael Hurst

T ABLE 2. Whether providing care for partner according to partners’ age and
health at the interview before the partner’s death

Variables and categories Yes (%) No (%) Unweighted base Chi-squared
Age group:

Under 55 years 29 71 86

5564 years 32 68 121

6574 years 43 57 220

75 years and over 59 41 274 38.5%*
Health limits daily activities:

No 7 93 215

Yes 69 31 370 215. 8%
Number of physical health problems:

None 4 96 50

One 29 71 171

Two 47 53 153

Three 48 52 114

Four or more 71 29 166 101.4*%%
Psychological distress:

Under four GHQ symptoms 32 68 343

Four or more GHQ symptoms 53 47 192 23.5%F*

Note: GHQ: General Health Questionnaire.
Source: BHPS cross-sectional study sample at T'g. For details, see text.
Significance level: *** p<o0.001.

r=0.87), and partners’ ages are likely to be good predictors of the duration
and severity of their health-care needs.

Health-care needs

It seemed possible that long-term health problems or deterioration in a
partner’s health might encourage people to identify as carers, for example
through increased awareness of their caring activities and behaviours,
especially where such involvement redefines roles and responsibilities
within the couple. If so, partner’s health status would help predict those
who described themselves as providing care, including people with unmet
support needs. To investigate this further, we represented partners’ health-
care needs by three measures: whether health limited daily activities;
number of physical health problems (from a list of medical complaints);
and psychological distress (four or more symptoms from the 12-item version
of the General Health Questionnaire (GHQ): se¢e Goldberg and Williams
1991). We also included partners’ ages in the analysis because age is associ-
ated with onset of health-care needs and mortality.

There was a strong association between people identifying themselves
as providing care and their partners’ age and health at the interview before
their death (Table 2). People with partners in the older age groups and in
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Figure 2. Percentage of people providing care for a partner by partners’ ages.

Notes: Plotted line shows percentages adjusted for partners’ health. Unweighted sample
size 701.

Source: BHPS cross-sectional study sample at T's.

poor health, including high levels of psychological distress, were more
likely to say they provided care than those whose partners were younger
and presented fewer or no health problems. When we included partners’
reported health status at earlier interviews (T1 and T2), to represent
the influence of long-standing or recurrent health problems on people
describing themselves as care providers, the association with psychological
distress strengthened. Partners’ health limitations, number of physical
health complaints and ages were each independently associated with the
likelihood of providing care for a partner. Together, these variables cor-
rectly predicted whether people identified themselves as care providers in
three-in-four (76 %) cases. Psychological distress is generally associated
with poor physical health (Goldberg and Williams 1991), which might
explain why partners’ emotional health did not have a statistically inde-
pendent effect on the likelihood of people adopting a carer identity.
These findings underline that the experience of caring for a partner
with poor health in old age is an important influence on self-identification
as a carer. The proportion of people who said they provided care for a
partner aged 75 or more years was more than double that of those whose
partners were aged less than 50 years (Figure 2). One possible explanation
is that death of a partner in younger age groups was more often sudden
and unexpected, involving no period of family care. Older people, by
comparison, were more likely to be caring for a partner with a long-term
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T ABLE g. Whether providing care for partner according to people’s health at
interview before the partner’s death

Variables and categories Yes (%) No (%) Unweighted base Chi-squared
Health limits daily activities:

No 44 56 422

Yes 50 50 200 1.9
Number of physical health problems:

None 37 63 156

One 45 55 206

Two 49 51 172

Three or more 54 46 167 10.4%
Psychological distress:

Under four GHQ symptoms 40 60 455

Four or more GHQ symptoms 63 37 198 29. 7%

Note: GHQ : General Health Questionnaire.
Source: BHPS cross-sectional study sample at T'. For details, see text.
Sugnificance levels: * p <o.05, *** p<o.001.

or deteriorating condition. BHPS data do not classify medical complaints
in that way, nor do they identify specific conditions such as dementia
which predominate in older age and result in longer dying trajectories that
might require partner care. However, despite the association between
identifying as a carer and partners’ ages, scarcely more than half those
with partners aged 75-84 years described themselves as providing care.
A further avenue for investigation was whether self-perception as
someone providing care was associated with a person’s own health status.
Poor health may prevent some people caring for their partner. It also
seems possible that poor health, or factors associated with poor health,
might influence people’s awareness of their role in providing care, or their
need and readiness to seek support for that role. On the other hand,
people used to the constraints of their own ill health, and managing this
with their partner, might be less aware of any particular ‘ caring role”’ in the
way they lived with a sick partner, especially if health problems developed
gradually for them both as they grew older. The statistical analysis showed
that people’s own reported limitations in daily living activities had no
significant influence on whether they identified themselves as providing
care (Table g). Psychological distress rather than poor physical health was
the more important predictor of whether people said they provided care,
which draws attention to the strain of caring about a partner towards the
end-of-life. Difficulties coping with emotional strain, in particular, might
lead some people to seek support for their partner and their own caring
activities from family members and formal service providers who, in turn,
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T ABLE 4. Whether providing care_for partner according to partners’ contact with
health and social-care services in past year at interview before the partner’s death

Variables and categories Yes (%) No (%) Unweighted base Chi-squared
Social-care services:

No 37 63 504

Yes 74 26 98 46.27%%%
GP consultations:

None 19 81 64

One or two 25 75 115

Three to five 44 56 135

Six to ten 46 54 110

More than ten 66 34 164 65.1%%*
Community-health services:

No 22 78 203

Yes 63 37 309 105.8%%*
Health check-ups:

None 30 70 105

One 28 72 116

Two 44 56 138

Three 52 48 136

Four or more 62 38 93 35. %%
Hospital outpatient visits:

No 35 65 202

Yes 56 44 228 19.2%%*
Hospital inpatient stays:

No 33 67 399

Yes 69 31 257 81.8%*

Note: GP: general practitioner.
Source: BHPS cross-sectional study sample at T'g. For details, see text.
Sugnificance level: *** p<o.001.

might foster awareness of a carer identity. It is clear, however, that some
people were in poor health irrespective of whether they described them-
selves as providing care.

Service contacts

The adoption of a carer identity might be associated with the process
of learning about available services, seeking support for their partner
or themselves, or experience as a service user. Partner’s health-care needs
are likely to bring people into contact with various service providers and
front-line professionals, especially towards the end-of-life. We examined
this further in the analysis. Tables 4 and 5 show service contacts during the
past year, reported at the BHPS interview before a partner’s death, for
partners and the other person in the couple, respectively. Details of how
these services were classified can be found at the end of this paper.?
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T ABLE 5. Whether providing care for partner according to people’s contact with
health and social-care services in past year at interview before the partner’s death

Variables and categories Yes (%) No (%) Unweighted base Chi-squared
Social-care services:

No 44 56 633

Yes 70 30 68 16.4%%*
GP consultations:

None 41 59 124

One or two 46 54 203

Three to five 45 55 160

Six to ten 56 44 120

More than ten 45 55 90 6.3
Community-health services:

No 45 55 444

Yes 49 51 257 I.I
Health check-ups:

None 43 57 224

One 47 53 190

Two 50 50 123

Three 52 48 110

Four or more 48 52 44 3.4
Hospital outpatient visits:

No 46 54 344

Yes 56 44 171 5.2%
Hospital inpatient stays:

No 46 54 597

Yes 45 55 104 0.1

Note: GP: general practitioner.
Source: BHPS cross-sectional study sample at T'. For details, see text.
Sugnificance levels: * p <o.05, *** p<o.001.

The findings show that whether a person identified themselves as
providing care for their partner strongly associated with the partner’s
contacts with health and social-care services. The greater the number of
the partner’s general practitioner (GP) visits and health checks, the greater
the likelithood of a person saying they provided care. When we included
service contacts at earlier interviews (11 and T2), to take account of a delay
between such contacts and realisation of a carer identity, the association
with social care and hospital services strengthened markedly. By com-
parison, people’s own service contacts had less influence on whether they
described themselves as care providers: only their contacts with social-care
services and hospital outpatient visits were associated with providing care
(Table 5), and including service contacts reported in earlier interviews had
no additional impact.

These findings indicate that social-care service contacts of people and
their partners were both important in influencing the adoption of a carer
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identity. In practice, needs assessments of people using or seeking social or
community care services should take into account, where appropriate, the
needs of other family members and, since the Carers Act 1995, those pro-
viding care have been able to ask for an assessment in their own right. In
our analysis, when both members of a couple reported contact with social-
care services, 74 per cent of people identified themselves as care providers.
Almost the same percentage (75) was found among couples where partners
alone reported such contacts. In 14 couples (3% overall), the person alone
reported contact with social-care services and 53 per cent of them de-
scribed themselves as providing care, compared with g7 per cent in cou-
ples where neither member mentioned such contacts. These findings
suggest that social-care service providers might have played a role in fos-
tering carer identities, especially where care recipients were using or
seeking such services. However, the reach of social-care providers was
limited in this sample: eight-in-ten couples (81 %), including two-in-three
self-identifying carers (69 %), had no such contacts in the period before the
death of a partner (that is, since the interview at T'2).

When all the partners’ service contacts were considered, social-care
service contacts, GP visits, community-health service contacts, and out-
patient visits were each independently associated with an increased likeli-
hood of people saying they provided care for their partner. Partners’
contact with these services predicted whether 73 per cent of people de-
scribed themselves as providing care. It seems that partners’ contacts with
services across the health and social-care system had a cumulative influ-
ence on whether the other person thought of themselves as providing care.
The absence of independent effects from health checks and inpatient stays,
because of their association with variables in the model, may reflect their
position in a patient’s journey. GP and outpatient visits often lead to
health checks and hospital stays which, in turn, lead to further contact
with GPs and outpatient clinics.

Our qualitative material provided additional perspectives on the part-
ners’ service contacts. Those we spoke to who talked spontaneously about
themselves as providing ‘care’, or agreed when asked directly that they
thought of themselves as a ‘carer’, all had partners who had numerous
contacts with GPs and hospitals and, for some, social services, mental
health services, hospices, home nursing services and private medical care.
It was apparent that for some people, the term ‘carer’ had two meanings:
they talked about themselves in this way and also used the word to de-
scribe professionals who supported their partner at home, such as ‘the
local carers’ firm’ or ‘the carers who come in’. Others used the language
of ‘carer’ and ‘care’ only when talking about local authority or agency
staff that came into the home to help their partner. When they talked
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T ABLE 6. Whether providing care_for partner according to benefit claims at
interview before the partner’s death

Variables and categories Yes (%) No (%) Unweighted base Chi-squared
Partner claims disability costs benefit:

No 28 72 423

Yes 85 15 167 152, 8%+
Partner claims work-related disability benefit:

No 43 57 531

Yes 69 31 103 22.g*H*
Partner claims Income Support:

No 42 58 551

Yes 64 36 39 6.9**
Person claims disability costs benefit:

No 45 55 602

Yes 56 44 9 3.8%
Person claims Carer’s Allowance:

No 49 51 541

Yes 85 15 13 6.3*
Person claims work-related disability benefit:

No 47 53 647

Yes 43 58 50 0.3
Person claims Income Support:

No 46 54 662

Yes 50 50 35 0.2
Housing Benefit claimed:

No 46 54 622

Yes 52 48 78 I.I
Council Tax Benefit claimed:

No 44 56 572

Yes 57 43 128 8.g%*

Source: BHPS cross-sectional study sample at T'. For details, see text.
Significance levels: T p<o.1, * p<0.05, ¥ p<o.01, ¥** h <0.001.

about what they were doing themselves they used the terms ‘looking
after’, ‘nursing’ or ‘doing everything’ for their partner. All these were
women aged 50 or more years. These findings echo those of Gooberman-
Hill and Ebrahim (2006), who noted that the older people they inter-
viewed reserved terms such as ‘carer’ or ‘care’ for discussion of
professional services.

As well as contact with health and social services, we used the BHPS
data to examine contact with social security administrators as shown by
the receipt of disability and other welfare benefits.® Identifying oneself as
providing care for a partner was most strongly associated with the partner
receiving benefits, especially those for claimants with disabilities (Table 6).
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The association between adopting a carer identity and partners’ Income
Support and Council Tax Benefit may also reflect the influence of part-
ners’ medical condition, because ill health and impairment are covered in
the eligibility criteria for these benefits and may increase the payment.
Receipt of Carer’s Allowance formally identifies the carer role but the
expected association with describing oneself as providing care was weak-
ened by the preponderance of people over pension age in the BHPS study
sample. Most claimants of Carer’s Allowance are under the state pension
age (at the time of the survey 60 years for women, 65 for men) because it
is not paid to those receiving a state retirement pension. Evidence for
a potentially stronger link comes from taking a longer view: including
former recipients of the allowance (at T1 and T2), some of whom may
have lost payments on reaching pension age, or restricting the analysis to
those under pension age, increased the likelihood of recipients describing
themselves as providing care for their partner.

The influence of partners’ health problems and impairments, as
reflected in benefit receipts, was further demonstrated when all the benefits
listed here were considered together. Two benefit categories, partners’
disability costs benefits (such as the Disability Living Allowance) and
partners’ work-related disability benefits (such as Incapacity Benefit)
independently influenced whether people described themselves as pro-
viding care for a partner. These two groups of partners’ benefits correctly
predicted whether three-in-four (75 %) people said they were providing
care.

Trends over time

As noted in the introduction, recognition and support for carers in the UK
has increased over the last 40 years, particularly since the late 1980s. As the
discourse of informal care has moved beyond policy and research into
everyday practice, it might be expected that ‘carer’ identities would have
been more widely adopted by those who provide unpaid care and assist-
ance (Heaton 1999). Examination of trends in carer self-identification
across successive cohorts might reflect these developments and the cover-
age of legislative changes on carer assessments. There is evidence of a
general increase in awareness of the concept of caring in the BHPS study
sample, which includes couples separated by death between 1991 and
2004. Around 35 per cent of those responding at interviews between 1991
and 1993 reported that they were providing care for their partner at the
interview before the death (T'g). That percentage increased steadily over
the study period to around 55 among those interviewed from 2001 to 2003
(linear trend, p <o0.001).
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When other factors are taken into account, however, no systematic
trend in the proportion of people reporting that they provided care for a
partner was found, suggesting that the composition of the BHPS study
sample changed over time. The number of partners in contact with social-
care and community health services, that reported health checks and
hospital outpatient appointments, and that received disability costs bene-
fits at the interview before they died, generally increased across the study
period. In contrast, there were no significant changes in self-reported
health of people or their partners, or their ages on separation by death. It
seemed that successive cohorts of couples had wider contacts with the
service system, including services that recognise the role and contribution
of carers, and it was this that may have led to an increased likelihood of
people identifying themselves as care providers.

QOverall model

So far we have examined the contribution of different influences on
the adoption of a carer identity. Clearly, some factors are linked, such as
individuals’ health-care needs and health service use, and might point
to more general patterns of influence. Identifying the most important
factors might indicate effective entry points for policy action to boost carer
recognition and support. Predicting who in the population is providing
‘care’ and identifying those in comparable circumstances who do not
describe themselves as ‘carers’ could be useful for targeting and service
planning. To bring the statistical findings together, we examined the
combined effect of factors considered here on whether people identified
themselves as providing care for their partner (including year of Tg
interviews, 1991—2003, as a covariate). In doing so, the sample sizes
diminished under the cumulative impact of missing values, so an iterative
approach was adopted to evaluate the sensitivity of the results to individual
factors. The more robust models highlighted the variety of factors that had
statistically independent effects and their success in predicting whether
people described themselves as providing care.

Table 7 illustrates one such model. It shows, firstly, that variables rep-
resenting partners’ age, health limitations, and contact with health services
and social security providers, independently associated with whether
people identified themselves as providing care. Although drawn from dif-
ferent domains, these variables have a shared theme — the influence of
partners’ health and support needs on people identifying themselves as
providing care for a partner, especially in older couples. Secondly, the
model predicted correctly, for more than eight-in-ten (84 %) people whose
partner subsequently died, whether they identified themselves as providing
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T ABLE 7. Logistic regression of whether or not providing care _for partner by
partners’ age, health, service contacts and benefit claims

Variable B SE Odds ratio 95% CI
Partner’s health limits daily activities 3.13 0.45 22.79 9.47-54.86
Partner claims disability costs benefit .86  0.37 6.39 3.11-13.15
Partner had contact with community-health 148  0.32 4.40 2.35-8.27
services in past year

Partner visited hospital as an outpatient in past year 0.63 0.32 1.88 1.01-3.49
Partner’s age in years 0.03  0.0I 1.03 1.01-1.06
Constant —6.52 1.14

Notes: B: regression coefficient. SE: standard error. CI: confidence interval. Model statistics:
Nagelkerke R?=0.67. Area under ROC curve, c=0.91 (p <0.001). Unweighted sample size 365.
Source: BHPS cross-sectional study sample at T'g. For details, see text.

care. A good fit between the model’s predictions and people’s responses
indicates that the factors considered here, or factors associated with them,
influenced the likelihood of people describing themselves as providing care
for a partner. According to this model, 17 per cent of those who did not
regard themselves as carers reported apparently similar circumstances to
those who identified themselves as care providers: some of them might be
regarded as ‘hidden carers’.

Discussion

The reported findings should be viewed with caution. The analysis has
used data from a general purpose survey and a study designed to investi-
gate the financial implications of death of a partner. What influences carer
self-identification emerged as an issue as the research progressed. We did
not gather information to test specific hypotheses either about who did
and did not describe themselves as carers, or about the implications of
carer identities for the provision of home-care and palliative-care services.
Quantitative information on alternative ways of identifying oneself as a
carer, such as participation in caring activities and behaviours, was not
available. Carers’ identities and intentions were not discussed systemati-
cally in the qualitative interviews, but rather we took the opportunities that
arose with some of the informants. Our analysis was thus largely oppor-
tunistic and descriptive. Nevertheless, we believe the findings contribute to
the debate about the construction of carer identities and raise implications
for practice.

Self-perception and construction of oneself as a carer depends on
processes of cognitive appraisal influenced by interactions with others,
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including family and friends, front-line professionals, care recipients and
other carers (O’Connor 2007). The dynamics of that process may vary
considerably from one individual to another, shaped by the structural
context and circumstances of people’s lives. The quantitative evidence
offers some support for the idea that self-identification as a carer is an
individualistic response. None of the socio-demographic factors considered
here was linked to whether people described themselves as providing care,
unless there was an underlying association with partners’ health-care
needs. Inter-personal and intra-personal characteristics not recorded in
the BHPS may have influenced the process of carer self-identification,
such as attachment style (Carnelley, Pietromonaco and Jaffe 1996), marital
relationship (Lewis 1998), and culturally-held beliefs and practices (Ahmad
1996; Katbamna ¢ al. 1998). Gendered differences in perceptions of care-
giving may also influence adoption of a carer label (Arber and Ginn 1990;
Davidson, Arber and Ginn 2000). We therefore anticipated systematic
variation in who positions themselves as a carer and how that category is
understood.

The statistical findings indicated that partners’ health-care needs and
contacts with services increased the likelihood of people describing them-
selves as care providers. The relevance of such factors is not surprising,
although quantitative evidence of their impact is hard to come by.
However, the findings underline the cumulative influence of front-line
professionals in recognising and affirming the carer identity, and the
continuing challenge of reaching and involving carers whose partners
fall outside the service system. Evidence of a link over time between carer
self-identification and partners’ service contacts suggests that sustained
investment in service providers’ training, professional development and
practice guidance around the roles and contribution of unpaid carers
would help boost carer recognition and the uptake of carers’ services and
benefits. Service providers, employers and others who come into contact
with those providing care may become more influential in the construc-
tion of carer identities following implementation of the Equality Act 2010.
Amongst other things, the legislation aims to protect people from dis-
crimination when they are ‘associated with’ someone who is elderly, ill or
disabled, including the role of supporters and carers (Government
Equalities Office 2009).

As noted in the introduction, the benefits of self-identification for carers
are often linked to boosting access to and uptake of social and financial
support for carers. We found no firm statistical evidence that people’s own
contact with service providers listed in the BHPS questionnaire was as-
sociated with the adoption of a carer identity. Although people’s contacts
with social-care services were linked to describing themselves as providing
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care, these services had limited reach in the study sample and such
contacts were mostly associated with those of the care recipient. People’s
own service contacts apparently played a limited role in the process of
carer self-identification or were mediated by other factors; or perhaps
service providers and front-line professionals had missed opportunities to
ask people about their caring responsibilities and support needs.

It is also possible that people did not recognise some services among the
BHPS categories or were in touch with other providers, including those in
the private and voluntary sector. In the qualitative interviews, most people
who talked about themselves as carers had been in touch with Macmillan
Nurses (cancer support), Admiral Nurses (dementia support), or a local
support centre for families affected by life-limiting illness. The qualitative
interviews showed further that people’s late identification of their role and
circumstances in the formal language and categories of ‘carer’ and ‘care-
giving” was sometimes linked with delays in claiming financial support
through Disability Living Allowance and Carer’s Allowance. The effec-
tiveness of formal systems of financial and social support for frail, disabled
and 1ll people living in the community depends on widespread acceptance
and recognition of a carer identity. It would be helpful if policy makers
could ‘find’ people who might be formally categorised as carers by the
regulatory systems to boost take-up and target services. There seems to be
no easy way of doing this using a top-down approach. Boosting carer self-
awareness will continue to depend largely on service providers, support
groups and others who come into contact with those providing care —
although there may be changes in self-perception in successive cohorts.
Meanwhile, our findings draw attention to the problems in using self-
reported identities in both surveys and estimates of take-up of services and
benefits when projecting the characteristics and support needs of those in
future populations who undertake caring roles.

Further research is required to investigate the circumstances under
which providing care equates with adopting or assigning a carer identity.
Whether or how positioning oneself as a carer helps make sense of a care
situation, informs the construction of meanings around that experience,
and shapes coping strategies, would be potentially useful lines of enquiry.
Understanding how such appraisals interact with help-seeking and carers’
perceptions of services, and influence individual differences in non-use
and take-up, has considerable relevance for policy and practice, not least
for partnerships between unpaid and professional carers in the provision
of care (Pickard, Jacobs and Kirk 2003). Positioning oneself as a carer may
also have implications for a carer’s physical, psychological and social
wellbeing (Howse, Ebrahim and Gooberman-Hill 2005; Rogers, Chapple
and Halliwell 1998).
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There are limits to recognising family relationships as ‘care’. One per-
haps unintended consequence of constructing ‘carers’ as a social category
is to overlook the significance of extant relationships by focusing exclu-
sively on the needs and wishes of one person in a relationship, or by
drawing a sharp distinction between ‘carers’ and ‘users’ (Henderson and
Forbat 2002; Lloyd 2006; Twigg and Atkin 1994). Relationships between
partners may not fit policy constructions that emphasise the role of one
member of a couple as the carer. Our findings show that where a partner
with reported health-care needs was approaching the end-of-life, the other
couple member did not always identify as a carer, and some had changing
perceptions of themselves as a care provider. Caring about a partner was,
by comparison, a more consistent thread running through the qualitative
interviews. Some people, including those who described themselves as
providing care for their partner, had health-care needs and received care
and support from services in their own right. Our study has also shown
wide-ranging implications for families, friends and service providers of
death of the partner who had been caring for the other member of the
couple.

Lloyd (2004) argued that an ethic of care that emphasises the inter-
relatedness of people and the importance of social context should be at the
heart of policy and professional understanding. It would, she claimed,
generate new approaches to policy and practice that encompass the needs
and rights of people who depend on care as well as the needs and rights of
people providing care. Merging the carers’ assessment duty and the
community care assessment duty would be consistent with a ‘whole-fam-
ily’ approach, but a unified assessment process would need to deal with
the dilemmas and potential conflicts within caring relationships and
situations. Such considerations lend weight to the view that the recog-
nition of people who provide care should go beyond the formal categories
of ‘carer’ or ‘care-giving’ and incorporate the language of relationships,
inter-dependence and emotional commitment (Gooberman-Hill and
Ebrahim 2006; Henderson and Forbat 2002). Although relationships
may change with the onset of serious, long-term illness or impairment,
especially in couples where a partner lacks mental capacity, they still
continue. Shared interests, values and beliefs, key decisions, events and
roles across the lifecourse, and relationships in the wider family, continue
to influence the behaviour and activities of a couple even as physical,
mental and cognitive functioning deteriorates (Nolan, Grant and Keady
1996). The insights and expertise of people supporting a life partner ap-
proaching the end-of-life can be vital to the provision of formal care and
support and may or may not include their adoption of a carer identity or
use of the language of care.
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NOTES

1 The implementation of health- and social-care policies is a devolved responsibility in
Northern Ireland, Scotland and Wales, and the Department of Health in Westminster
is directly responsible only for England.

2 BHPS respondents are asked at each interview whether they have had contact with
health- and social-care services in the past 12 months or so. Services recorded in the
BHPS were categorised as follows: Social-care services — contact with one or more of
the following: home help, meals on wheels, social worker or welfare officer. General
medical practitioner (GP) — number of times talked to or visited a GP or family doctor
about own health. Community-health services — contact with one or more of the
following: health visitor, district nurse, chiropodist, alternative medical practitioner
(e.g. homeopath, osteopath), psychotherapist (including psychiatrist or analyst), speech
therapist, occupational therapist, or physiotherapist. Health check-ups or tests —
number of health checks including: chest or other x-rays, blood pressure, cholesterol
test, blood test, cervical smear, breast screening, or other specified test. Outpatient
visits —one or more visits to a hospital or clinic as an outpatient or day patient
(excluding visits to accident and emergency departments). Inpatient stays — one or
more days in a hospital or clinic as an inpatient (excluding stays for the birth of a child).

3 BHPS respondents are presented with a list of different types of income and asked
whether they had received any payments from each source in the previous 12 months
or so. We selected the following social security benefits for further investigation:
Disability costs benefits — Attendance Allowance, Mobility Allowance, or Disability
Living Allowance. Work-related disability benefits — Severe Disablement Allowance,
Invalidity Pension, Industrial Injury or Industrial Disablement Allowance, War
Disability Pension, Disability Tax Credit or Disability Working Allowance, Incapacity
or Invalidity Benefit. Carer’s Allowance (formerly Invalid Care Allowance). Income
Support (formerly Supplementary Benefit). Housing costs benefits — Housing Benefit,
Rent Rebate or Rent Allowance. Council Tax Benefit (formerly Community Charge
Benefit). Unemployment Benefit and Job Seeker’s Allowance were not examined
further because of the small sample (less than 10 claimants).
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