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Carers as Partners

CHAPTER 3 

Carers as Partners

I felt as if we were sitting round the table having a conversa-
tion. She started asking me questions in a different way, to 
make me look at my life and to look at what I was not doing. 
Not what I was doing, what I was not doing. It took this 
carer’s assessment to see things in black and white. (Carer, 
‘Black and White’ digital story on the JIT website)

This chapter will begin by discussing why a separate chapter on carers 
was viewed as necessary, before moving on to consider some of the 
challenges around defining carers and the recent history of caring 
as a public policy issue, which some have characterised as policy 
opportunism (Cavaye, 2006). Consideration will then be given to 
outcomes for and partnership with unpaid carers. The inclusion of 
carers as key partners has been identified as a critical component of 
outcomes-based working, and focusing on outcomes as a precon-
dition for effective partnership with carers. Carers’ assessment is 
a key issue, and will be considered in this chapter as representing 
both a barrier and potential for progress in partnership working 
with carers. 

Why a separate chapter about carers? 
Reviewing literature on community care, it is evident that service 
users and carers are often referred to as one group. Indeed, several 
authors caution against separation of users and carers, including 
other contributors to this series (McPhail, 2008; MacIntyre, 2008). 
There are good reasons for this caution, including the risks of cre-
ating a false dichotomy between carer and cared for, particularly 
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as many disabled people are also actively involved in caring roles 
(Morris, 1993). Informal caring takes place within a relationship 
which is likely to be mutual and reciprocal (Lloyd, 2001) rather than 
based on unidirectional roles of giver and receiver of care. There can 
also be a tendency for carers’ voices to be privileged over the voices 
of cared-for people as virtuously active agents as compared to users 
of resources (Harris, 2002). A further issue that would support the 
case for maintaining the links between carer and cared for is that the 
‘pecking order’ of conditions, or judgements about relative worthi-
ness, have been found to apply to carers as well as service users. The 
Caring with Confidence programme (DH, 2009) identified four cate-
gories of carer, each encountering different societal attitudes. Where 
the condition of the person cared for could be categorised as a classic 
medical condition or part of the ‘natural order’, the experience of the 
carer was that they were viewed more sympathetically and were more 
able to accept their situation. With mental illness, carers tended to 
find their situation more challenging, and with more nebulous con-
ditions such as Attention Deficit Hyperactivity Disorder (ADHD) 
or Myalgic Encephalomyelitis (ME) carers found it difficult to prove 
their situation valid, sometimes with serious effects on self-esteem. 

Given these concerns, it might be argued that service users and 
carers’ perspectives should be covered in one chapter. However, there 
are two reasons for having a separate chapter in this book. The first 
reason is that carers’ outcomes are different, because of the specific 
role that they play in the system. The second reason is partly related 
to that. While we have already discussed the enduring limitations of 
delivering on policy intentions to involve service users more effec-
tively in health and social care services, there are further specific 
hurdles faced by carers. Supporting unpaid carers is essential to the 
success of community care, and this is recognised in policy (Aldred 
and Gott, 2005; Cavaye, 2006; Jarvis, 2010). Carers’ assessments have 
been promoted as a key means of identifying the needs of carers, 
and promoted at policy level as the initial step to accessing support 
and services for carers. However, although increasing uptake of carer 
assessment has been a long-standing goal for community care, there 
remains a ‘considerable and enduring gap between policy and prac-
tice’ (Seddon et al., 2006, p. 1335) centring round the ambiguous role 
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of carers, with doubts remaining about their legitimacy as recipients 
of support in their own right, and continuing failure to recognise 
their knowledge and expertise about the cared-for person. As the 
population of unpaid carers increases, along with the intensity of 
caring, it is imperative that services work with carers to provide the 
information and support they require, and that carers are treated as 
partners (Hanson et al., 2006). 

Definitions of caring 
The ambiguous position of carers is signalled by definitional com-
plexity, with the question of what defines a carer challenging to 
resolve. A search for clarity can be viewed as unhelpful in some 
respects, because fixed definitions can create a false impression that 
individuals involved in the health and social care world have static 
roles, either ‘service user’, ‘carer’ or ‘professional’ (McPhail, 2008), 
belying the fact that is not unusual for a person to move between 
these roles at different stages of their lives. 

In a similar vein, the terms ‘care’ and ‘dependency’ have contested 
meanings. With regard to the notion of dependency of older people in 
particular, earlier work by Townsend (1981) usefully questioned the 
tendency towards structured dependency of old age, or dependency 
fostered and imposed by society. Around the same time, feminist cri-
tiques questioned assumptions equating traditional female roles with 
unpaid care of older people (Ungerson, 1987). Indeed, as evidenced in 
Chapter 1, assumptions were made about the role of female care pro-
viders in the domestic sphere as the welfare state emerged. Feminists 
and disability writers have highlighted the concept of interdepend-
ence as being more useful. More recent work by Fine and Glendinning 
(2005) argues for a more positive evaluation of care and dependency, 
to allow individuals to develop their capabilities: 

to effect meaningful changes in their own lives, to manage the 
inevitable dependencies of life and to reduce or eliminate sec-
ondary, socially-imposed dependencies that deny their attain-
ment of autonomy —  ‘in the systems of nested dependencies 
that constitute the broader system of relationships of care.’ 
(Fine and Glendinning, 2005, p. 616) 
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Also related to dependency within caring relationships are notions of 
power and control. In her research with hidden carers, Cavaye (2006) 
found that control of caregiving situations could be complicated, 
sometimes established through ownership of material resources. 
A widely held belief amongst caregivers, whether resident with the 
cared-for person or not, was that homeownership and control of 
financial resources conferred a degree of authority that enabled the 
homeowner to control the situation. Other competing interests of 
the carer and cared for centred around attempts to control the car-
egiving situation, and included whether and to what extent to involve 
services in their lives. 

Although the health and well-being of the person and their carer 
are closely linked, the needs may not be the same and there may be 
times when their needs are in conflict (Williams and Robinson, 2001). 

Lack of definitional clarity can offer some advantages due to the 
complexity of the shifting nature of dependency and caring roles 
through the life course. However, it can also present a challenge for 
individuals who find themselves in an intensive caring situation, who 
have not recognised themselves as carers, but are struggling to cope 
with the demands involved. When the relationships between two indi-
viduals changes due to accident or illness it can take time to acknowl-
edge the impact of this (Cavaye, 2006), and coming to terms with the 
label ‘carer’ can involve a re-evaluation of one’s own identity as well 
as the changed relationship with the cared-for person (Henderson, 
2001). Definition can enable the individual to identify themselves 
as a carer and to seek support when required, and to encourage the 
health and social care system to identify and support the individual 
in a caring situation. 

The term ‘informal carer’ was first used in the early 1980s to de-
scribe family members or friends who provided unpaid care, but the 
term did not enter a dictionary until the late 1980s (Cavaye, 2006). 
In the social care world in particular, many staff who provide direct 
support and care have been described as carers, especially since the 
1990s (Cavaye, 2006). There is a need, therefore, to distinguish be-
tween people who are paid to provide care within structured em-
ployment, and those who find themselves in an unpaid caring role 
through personal circumstances. Two other terms used are unpaid 
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carer and family carer, each with its own limitations. Some carers 
have identified that the title ‘unpaid carer’ makes their role seem of 
less value, while the title ‘family carer’ does not cover the role of 
unrelated individuals who might be playing significant caring roles. 
More recently, Fox et al. (2009), in their work on the carers’ experi-
ence survey in England, found that the term ‘expert carer’ was often 
misunderstood. They settled for ‘carer’, which is the main term used 
in this book. 

Policy context in relation to carers 
The essential role carers play in supporting the majority of people 
with care and support needs to remain at home is now recognised in 
policy terms, although it is only recently that carers are explicitly cited. 
Cavaye (2006) traces the increasing emphasis on the role of carers 
to the New Right ideology associated with the Conservative govern-
ment of the 1980s. She notes that, although the White Paper Growing 
Older did not specifically use the term ‘carer,’ it highlighted the primary 
sources of care for older people as informal: ‘Care in the community 
must increasingly mean care by the community’ (DHSS, 1981, p. 3). 
The term ‘carer’ emerged in policy by the end of the decade. The 1989 
White Paper acknowledged that the bulk of community care is pro-
vided by friends, family and neighbours and ‘that carers need help and 
support if they are to continue to carry out their role’ (DH, 1989, p. 4). 

Attention turned to carers’ assessments in the 1990s, following 
the 1990 NHS and Community Care Act. It is sixteen years since the 
1995 Carers (Recognition and Services) Act entitled carers who regu-
larly provide substantial amounts of care to request an assessment of 
their needs. The carer’s right to an assessment was triggered when the 
cared-for person was assessed. Although the 1995 Act was a significant 
achievement for carers’ organisations, there is little indication that the 
legislation made much difference to the level of services provided for 
older people and their carers, which is unsurprising given that there 
were no extra resources to implement the requirements of the legisla-
tion (Cavaye, 2006). 

In England, the right to an assessment was subsequently 
extended by the 2000 Carers and Disabled Children’s Act, which 
applies to carers over the age of sixteen. The 2000 Act underscored 
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the importance of developing services for carers that reflect carer-
defined outcomes and support carers in their role. Since then, the 
carer’s right to an assessment is no longer tied to the assessment of 
the cared-for person. However, evidence subsequent to the 2000 Act 
indicated both that carers remained unsure about their right to an 
assessment (Seddon and Robinson, 2001; Carers UK, 2003) and that 
carers’ assessments were not widely promoted (Audit Commission, 
2004). The 2004 Carers (Equal Opportunities) Act subsequently 
placed a duty on local authorities to inform carers about their rights. 

In parallel to this in Scotland, the Community Care and Health 
(Scotland) Act 2002 made provision for the right to a carer assess-
ment independent of the cared-for person. Local authorities were 
required to recognise the views of a carer in deciding what services to 
offer to the cared-for person. NHS Boards were required to draw up 
carers’ information strategies informing carers of their rights under 
this legislation. The National Minimum Standards for assessment, 
care planning and review (Scottish Government, 2008) included a 
particular focus on outcomes in the standards for carers’ assessment. 
However, take-up of carers’ assessment remains low in Scotland, Eng-
land and Wales. 

More recently in Scotland, Caring Together: The Carers Strategy 
(Scottish Government, 2010b) recognises carers as partners in the 
delivery of care and sets out ten key actions to improve support to 
carers with a focus on improved identification of carers, assessment, 
information and advice, health and well-being, carer support, par-
ticipation and partnership. This strategy sits alongside the policy 
programme Reshaping Care for Older People (Scottish Government, 
2011), with its emphasis on shifting resources to care at home. The 
Carers Strategy maintains that activity should focus on identifying, 
assessing and supporting carers in a personalised and outcomes-
focused way. It acknowledges continuing difficulties of collecting 
data on black and minority ethnic carers and that not enough is 
known about carers with disabilities, gypsy travellers and refugees, 
which should be addressed. It identifies a need to build innovative 
approaches to short breaks, including in rural populations. It also 
identifies the intention to develop a Carers’ Rights Charter to con-
solidate carers’ rights. 
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Outcomes for and partnership with unpaid carers
As discussed in Chapter 1, when work on outcomes began with the 
Joint Improvement Team, it was identified that a separate strand of 
work was required on pinpointing outcomes for carers. This work 
was quickly taken forward following initial consultancy with part-
nerships, with the additional objective of working with stakehold-
ers on developing associated tools (Miller, 2007). In parallel to the 
preceding MASC project with service users, this project began with 
a review of previous work done by SPRU on carers, which had identi-
fied four broad categories of carer outcomes, as set out in the head-
ings in Table 3.1. Joint work was then undertaken between Voice 
of Carers Across Lothian (VOCAL) and the JIT in running focus 
groups with carers to test the salience of the SPRU outcomes. 

The work by SPRU had included a number of outcomes relating to 
the quality of life of the cared-for person. However, during the carers’ 
focus groups, it proved challenging to encourage carers to move away 
from talking about their concerns about the cared-for person in order 
to focus on their own quality of life. It was agreed that it might be 
preferable to concentrate the focus on the cared-for person, around 
one general outcome. Overall, the outcomes identified by SPRU were 
found to relate well to carers’ experiences and few modifications were 
made overall. The key quality-of-life outcomes for people are basically 
the same as those identified by SPRU. 

Table 3.1: Outcomes important to carers.

Quality of life for the 
cared-for person

Quality of life 
for the carer

Managing the 
caring role

Process

Ensuring quality of 
life for the cared-for 
person is achieved 

Maintaining 
health and 
well-being

Choices in caring, 
including the limits 
of caring

Valued/respected and 
expertise recognised

A life of their 
own

Feeling informed/ 
skilled/equipped

Having a say in 
services

Positive rela-
tionship with 
person cared for

Satisfaction in caring
Flexible and responsive 
to changing needs

Freedom 
from financial 
hardship

Partnership with 
services

Positive/meaningful 
relationship with 
practitioners
Accessible, available 
and free at the point 
of need
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When this work was undertaken, the developing outcomes 
approach was still known as UDSET. A different term was required 
for a framework of carers’ outcomes, and the term adopted at the time 
was the Carer Defined Service Evaluation Toolkit (CDSET), before the 
new overall term Talking Points was introduced. Following the initial 
focus group work, subsequent testing out and development of tools 
were undertaken with practitioners and carers in early implementer 
sites in Orkney and East Renfrewshire. Two different approaches were 
taken in these sites. In Orkney, the carers’ centre, which was already 
charged with undertaking carers’ assessments, was assigned the role of 
piloting the outcomes-focused review. The small staff team involved 
responded positively to the outcomes approach, which they saw as 
building on their existing work, while enabling them to evidence its 
benefits. In East Renfrewshire, a different approach was adopted, with 
health and social work staff undergoing training in outcomes and 
carers’ assessment. As with previous research on outcomes (Guber-
man et al., 2003), this work demonstrated that exchanges based on 
outcomes provided opportunities to improve communication with 
users and carers and supported improved decision-making and more 
relevant interventions, with some key comments as below: 

•	 It gives you the opportunity to look at your situation from a 
different viewpoint; (Carer, East Renfrewshire)

•	 Most of the care plans resulting from our carer assessments 
involved modest inputs: access to information, peer support 
or one-off sessions with professionals; (Team leader, East 
Renfrewshire)

•	 Moving from an NHS type of assessment to holistic assessment 
was daunting to start with and involved a different way of 
thinking but I now prefer this approach (Physiotherapist, East 
Renfrewshire). (Cook et al., 2007) 

This piloting work coincided with an opportunity to work along-
side a lottery-funded project on digital stories in health and social 
care. The digital stories were to have a significant impact on the 
knowledge-exchange aspect of the programme. Digital stories, 
lasting just a few minutes long, combined an individual’s personal 
story, recorded in audio, with still images and music. These stories 
have proven to be an essential tool in conveying the potential of an 
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outcomes approach at events and staff development sessions. Several 
digital stories were made from the two carers’ outcomes pilot sites, 
involving both carers and staff. These digital stories were found to be 
particularly powerful and one carer’s story in particular, Christeen’s 
story, was subsequently shown at a range of local and national events. 
This story highlighted a range of themes, but perhaps the strongest 
theme to emerge related back to the importance of skilled commu-
nication. Christeen, who is quoted at the opening of this chapter, 
identified how the conversation with the professional for the assess-
ment had enabled her ‘to think about her life from a different view-
point’, to recognise that she had locked herself into a role that was 
affecting her health, and that she needed to let others, including her 
family and services, support her more. The psychosocial benefits of 
a carer’s assessment has recently been further evidenced by research 
in Wales (Stock and Lambert, 2011), including the importance to 
carers of being listened to, to have their role validated and valued 
and to consider hopes and fears for the future. 

Continued challenges and possibilities in improving outcomes 
for carers 
The early work on developing assessment and review with carers gave 
rise to some optimism. Carers identified positive impacts from out-
comes-focused assessment and reviews. Practitioners who had been 
sceptical about carers’ assessment described positive outcomes both 
for the carers and themselves. The National Carers Organisations 
(NCOs) in Scotland responded enthusiastically to the outcomes 
agenda and collaborated with the Assessment Review Co-ordinating 
Group (ARCG) on producing the national minimum information 
standards for carers’ assessment, support planning and review. How-
ever, in the early implementation work, what emerged repeatedly 
were the limitations of engagement between statutory agencies and 
unpaid carers. Some staff confirmed that they, justifiably, focus pri-
marily on the service user in the work they do. However, many staff 
acknowledged that, given time constraints, this can take place to the 
exclusion of the carer. Staff also expressed reservations about under-
taking carers’ assessments/support plans because of concern about 
‘raising expectations’ of carers in a resource-limited service world. 
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A challenge still remains to convince both practitioners and carers 
of the positive outcomes that can arise from a carer assessment when 
conducted in a timely and sensitive manner. Practitioners need to 
engage positively with carers about their right to an assessment, make 
its purpose and process explicit and minimise anxieties surrounding 
the process. There is no doubt that there are carers who are desperate 
for a break from their caring role and new more sustainable ways will 
have to be found of ensuring that carers who need this are supported 
in a variety of ways, as identified in Scottish research on Short Breaks 
(Reid Howie, 2010). Meanwhile, work with carers continues to con-
firm that while access to quality services is important to some, what 
most carers want is acknowledgement of their caring role, to be lis-
tened to and to gain access to other sources of support (Gillies, 2000). 
The central concern of carers to be treated as partners is, however, 
hindered by staff concerns about their role as gatekeepers (Miller et 
al., 2008; Jarvis, 2010). This situation is echoed by research in Wales, 
which identifies missed opportunities in improving outcomes for 
carers, and that, ‘contrary to staff perceptions, carers reported modest 
requests for assistance’ (Seddon et al., 2006, p. 1483). More recent 
research in Wales has highlighted carers’ needs as a ‘wicked issue’, 
which requires innovation and creativity: ‘thinking around carers’ 
problems needs to be holistic and not cemented in old, linear pat-
terns’ (Stock and Lambert, 2011, p. 181).

There are continuing challenges about making carers’ assessments 
manageable and meaningful. Seddon’s research found that most carer 
assessment protocols were narrow in focus and overly task-oriented, 
taking insufficient account of psychosocial and relational aspects of 
caring: 

Carers feel constrained by highly structured ‘tick-box’ assess-
ment protocols administered by some practitioners or left for 
self-completion. Staff report low return rates and give very 
limited feedback to carers who complete this type of assess-
ment. Whilst a carer assessment protocol may be made avail-
able to carers to help them prepare for a carer assessment, 
most carers and practitioners agree that it is a poor substitute 
for face-to-face contact (Seddon et al., 2006, p. 1345).
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Limited recognition of carers’ emotional needs is of particular 
concern. Carers experiencing high levels of stress are most likely to 
experience ill health, and in turn become users of health and social 
care services in their own right (Hirst, 2005). Many unpaid carers 
suffer from both stress-related illnesses and physical health problems 
with an increased risk of poverty (Carers UK, 2008). On the whole, 
there have been areas of progress. Pressure groups, which emerged 
from the early 80s, have had a key role in raising the profile of carers 
(Cavaye, 2006). The voluntary sector has burgeoned in relation to 
carers’ support and advocacy in the past twenty years, and in many 
areas responsibility for supporting carers is largely devolved to the 
voluntary sector. However, where statutory services continue to 
fail to engage with carers, this has critical implications for relation-
ships between carers and services, and for carers’ ability to continue 
coping with caring. Avoiding carers’ outcomes now leads to increased 
demand later. 

In developing outcomes-based working in Scotland, there has been 
greater progress with regard to service users than with carers in the 
first few years. However, it is clear early in 2011 that some local areas 
are working actively to improve carer engagement around outcomes. 
Some additional impetus has emerged from the Reshaping Care for 
Older People programme (Scottish Government, 2011), with its focus 
on demographic pressures and the need to develop more sustainable 
ways of working. The associated Change Fund allocations early in 
2011 made to all partnership areas included a requirement to develop 
their local carer support activity. It will be interesting to monitor how 
much of the intended innovation work materialises with regard to 
work with carers. 

Conclusion 
Beginning with early assumptions about the role of housewives in 
providing care for all dependents at home, the welfare state has tra-
ditionally shown reluctance to fund domiciliary support for fear of 
undermining continued family care. This perception that provision 
of support would undermine the willingness of families to carry out 
their obligations was challenged by research by Townsend (1968), 
who found the support services were, in fact, essential to enable 
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many to continue caring, and subsequently by Moroney (1976), 
who argued that lack of support was likely to lead to many more 
breakdowns of caring relationships. Cavaye’s (2006) work on hidden 
carers shows that, in fact, many carers strive as hard as they can to 
care independently for as long as they can manage, highlighting the 
importance of support being available when carers are struggling to 
continue. Recently, there has been increasing policy acknowledge-
ment of the needs and outcomes of carers. 

Unlike the other chapters in this book, it is less evident that the 
1990 Act had a significant impact on carers, in the ways that other 
players in the system were affected by the legislation. This is largely 
because much of the policy on carers’ assessment followed the 1990 
Health and Social Care Act, so that it is not possible in the same way 
to compare before and after. However, the literature does suggest that 
the fact that carers’ assessment was introduced alongside increasing 
pressure on care managers to ration resources has influenced the low 
level of uptake. It is clear from the UK literature and the experience 
of introducing outcomes-based working in Scotland that the concern 
of care managers to avoid raising expectations is a continuing barrier. 

Whilst acknowledging the valid range of concerns about separat-
ing service users’ from carers’ issues, this book has included a sepa-
rate chapter on carers because it is a book about outcomes, and carer 
outcomes are to an extent distinct, because of the ambiguous posi-
tion they occupy in the health and social care system. Carers are not 
always accepted as legitimate recipients of support and services in 
their own right, nor are they routinely included as partners by ser-
vices. Recent policy includes an increasing focus on outcomes, and 
outcomes-based working does offer some potential to progress from 
the tensions inherent in needs-led assessment, the challenges of the 
economic downturn notwithstanding. 

Much of the work underway in local areas early in 2011 is centred 
on developing more streamlined approaches to carers’ assessment/
support plans, including an increased focus on outcomes. Carers’ 
assessments provide one means of identifying and supporting carers, 
and as evidenced in Christeen’s story a skilled exchange between 
a member of staff and a carer can itself improve outcomes for the 
carer. Additional benefits from carers’ assessment and review are the 
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potential to improve the evidence base, because much of the support 
that is already provided to carers in local areas is not recorded. In a 
wider sense, the potential to improve understanding of the interac-
tions between supports, services and outcomes is significant. 
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