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Introduction

Susan Balloch and Michael Hill

The first aim of this book is to question current approaches to
‘community care’ in which the meaning of community is ill-defined
and the concept of care is taken for granted. Although seen as a much
preferred option to residential care, community care has often proved
to be isolating and impersonal, offering few of the benefits of inclusion
with which communities are strongly associated, hugely dependent
on the unpaid services of relatives and friends and limited to meeting
needs rather than supporting rights.

The book’s second aim is to identify effective strategies and practices,
and the thinking that lies behind these, through which individuals
may be supported to live normally and safely within communities
regardless of income and wealth, age, impairment, gender or ethnicity.
This includes not only those who come under the conventional
community care umbrella — older people and those with physical and
sensory impairments and mental health problems — but also families
with young people under anti-social behaviour orders and women
experiencing domestic violence.

Part One of this book opens with a chapter reflecting on the key
concepts of care, community and citizenship and their importance in
the delivery of welfare (Chapter One, Michael Hill). Their translation
into policy and practice in the UK is then considered, with questions
raised about the lack of relationship between community development
and social care (Chapter Two, Susan Balloch). In the third chapter the
focus is on Scotland alone, where a tradition of community social work
has been sustained and personal care costs are now paid by the state
(Chapter Three, Alison Petch).

Part Two contributes to unpacking the concept of care by reflecting
on the ‘ethic of care’, which characterises both personal relationships
and professional behaviour. The first chapter reflects on this ethic
in relation to community cohesion, social inclusion, community
involvement and civil renewal (Chapter Four, Marian Barnes). Chapter
Five then considers how front-line professionals are coping in a context
of increasing ethical uncertainty, shifting professional boundaries
and increasing pressures from New Public Management agendas. It
examines how professionals hold on to their ethics, avoiding total
moral relativisim and/or terminal burn-out (Chapter Five, Marjorie
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Mayo, Paul Hogget and Chris Miller). The final chapter in Part Two
focuses on people with dementia and asks what happens in their care
when the ethical elements of an ethic of care are practised and when
they are not (Chapter Six, Tula Brannelly).

Part Three reflects on the delivery of support and care in a wide
range of settings and discusses the interface of care and communities
in greater detail. Seven chapters cover the following issues: supporting
young people and their families in the community (Chapter Seven,
Dawn E. Stephen and Peter Squires); community responses to domestic
violence and their impact on women’s citizenship (Chapter Eight, Paula
Wilcox); care and citizenship in black and minority ethnic communities
(Chapter Nine, Jabeer Butt); a pilot project in Hull to discover if the
community sector could provide low-level support and care needs
(Chapter Ten, Deborah Quilgars); a neighbourhood care scheme run
by volunteers (Chapter Eleven, Marylynn Fyvie-Gauld and Sean de
Podesta); a befriending scheme for people with mental health problems
(Chapter Twelve, Bill McGowan and Claire Jowitt); and home care in
Australia (Chapter Thirteen, Jane Mears). This part of the book both
shows the potential within communities to provide effective care and
support as well as identifying the many barriers.

Part Four recognises the global significance of the many issues raised
and that they are not unique to the UK. Three chapters, from Sweden,
Germany and Japan, illustrate the different paths being taken to provide
support and care in the 21st century. Sweden is the country that has
gone most strongly down the state provision road but is now beginning
to experiment with a mixed economy of welfare and the first chapter
in Part Four traces the reasons and eftects of recent change (Chapter
Fourteen, Christina Hjorth Aronsson). The next chapter analyses the
changing forms of civic engagement in German social care with a
view to identifying major trends and policy issues (Chapter Fifteen,
Frank Bonker). Finally a chapter on Japan reviews the first five years
of its Long-term Care Insurance scheme and its impact on family care
(Chapter Sixteen, Michihiko Tokoro).

In conclusion, the editors review the authors’ contributions and
draw together the shared issues, policy dilemmas and possible ways
forward.



Part One
Care, community and citizenship in
the delivery of welfare






ONE

The role of communities in care

Michael Hill

Introduction

What do people, including of course particularly governments, mean
when they expect communities to be involved in care? The answers
that are given to that question depend on what communities are
understood to be. This chapter will therefore examine some of the
problems about uses of the concept of community, particularly when
it is related to issues about care. What kinds of assumptions are made
about what communities are, and how various subgroups and families
are (or are not) embedded in them?

Community

Community is a concept that is used very widely and very loosely. That
is a topic the author explored many years ago in a book with Ruth
Issacharoff (1971). We identified a range of problems with uses of the
concept of community. We reported an American article that claimed
to have identified 94 different definitions of community (Hillery,
1955) and we quoted Halsey as suggesting that usage of the concept
of community tends to involve:

The persistent residue of a romantic protest against the
complexity of modern urban society — the idea of a
decentralised world in which neighbours could and should
completely satisfy each other’s needs and legitimate demands
for health, wealth and happiness. (Halsey, 1969)

Since those days the water has been further muddied by the rise —and
to some extent fall — of an official usage directly pertinent for this book,
the use of ‘community’ in tandem with ‘care’ to describe, in effect,
either all care outside institutional settings or, more confusingly still, all
care outside hospitals. These usages carry with them meanings that it
suits government to imply. As Means et al (2003, chapter 1), among
others, have pointed out, the wider implication is that the ‘community’



Care, community and citizenship

is intrinsically a better place for care, with the implications that it is
cheaper for the government as far as possible obscured. Now of course
that usage has largely been replaced by ‘social care’, but the questions
remain about the caring capacity of the community (or perhaps more
appropriately of the many different social contexts) and of the role of
the government in supporting and sustaining this. Dawn Stephen and
Peter Squires (in Chapter Seven) explore a related usage in the field
of criminal justice, where the word ‘community’ is used similarly very
loosely (in this case to describe control measures outside prison) but
again carries implications of inclusion and care.

So has the concept of community reached the point at which at least
we need to abandon it? Marjorie Mayo (1994) offers a good modern
exploration of this issue, recognising drawbacks to its use like those
outlined above. Having explored the use of the concept in sociological
theory she argues that it remains important to recognise the notions
of social solidarity embodied within it, as celebrated in Raymond
Williams’ (1976) emphasis on the quality of relationships where people
‘have something in common’. She also invokes the distinction made
by the sociologist Toennies (1936) between ‘community’ and the
more impersonal form which many modern social relationships take
of limited ‘association’. Mayo (1994, p 58) also stresses the political
dimension in which community struggles ‘may be seen in the context of
wider alliances ... to promote the empowerment of the disempowered
to take more control over their own destinies’. Hence, for her:

Despite all the ambiguities and contradictions inherent in
the very concept of community, and in policies to promote
community development, there remain strands that have
continuing relevance in developing more democratic
approaches to welfare.... (p 68)

This chapter takes it leads from Mayo’s point of view, exploring some
of its application in relation to issues about care (hopefully using the
concept with as much precision as possible).

Community and geography

A crucial problem about the use of ‘community’ concerns the fact that
it is often given a specific geographical referent. This is particularly the
case in discussions of public policy, inasmuch as government too (the
topic of a later section) generally implies activities within the confines
of a specified area (often, but not always, a nation state). The Chambers
Dictionary starts by defining community as ‘a body of people in the same
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locality’ but goes on to include ‘a group of people who have common
interests’ among its later definitions (note also that Martin Bulmer, 1987,
emphasises this as both a contrast and an overlapping usage). Clearly,
for a great deal of discourse about community it is important to ask to
what extent these alternatives are being conflated. Sometimes people
in the same area have many interests in common, sometimes they have
few. Several of the chapters in this book (particularly Six, Eight and
Twelve) concern people who will often be very isolated from those
who live around them. Conversely, interest ‘communities’ may have
quite narrow geographical locations but sometimes very broad ones.

It is important to recognise that both ‘locality’ and ‘interests’ in those
two dictionary quotes are open to multiple interpretations. Locality may
be interpreted very narrowly or quite broadly, and in each case there
will be very difterent ways of drawing boundaries. Interests — as the use
of the plural implies — may be multiple, and overlapping in complex
ways. Loose usages of either approach to defining communities often
disregard these problems.

Clearly, however, what is involved in very many cases where
community is discussed in geographical terms is an implication that it
is possible to define a relatively specific area within which people with
closely shared interests are located. There are then, however, difticulties
in delineating such areas, something that is complicated by questions
about how many people there can be in such an area. Work carried
out in the 1960s in connection with English local government reform
got into considerable difficulty in the search for ways of defining
appropriate geographical units (HMSO, 1969).

A great deal of contemporary analysis of community as a geographical
concept has suggested that the extent to which this is the case is
diminishing in modern societies. These analyses often go on to
explore the factors that influence variation in this respect. It does seem
important here to be very sensitive to interest diversity, and the factors
that may enlarge or reduce this. Relatives of the author used to live in
a very anonymous suburban estate under threat from flooding. That
clearly gave everyone in that locality a shared interest. Fortunately, that
was not tested severely; had it been it would have been interesting and
important to see to what extent solidaristic responses to emergencies
occurred and to what extent they enhanced other collaborative actions.
As far as the topic of this book is concerned the issue is about the
extent to which the presence in such a location of some people with
rather specific care needs would have been given special attention (but
see Chapter Eleven by Marylynn Fyvie-Gauld and Sean de Podesta
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for an account of some very positive developments on a geographical
basis).

On the other hand, leaving behind the geographical dimension, the
alternative questions are about the extent to which interest links lead
to solidaristic action despite the distances between people, which, in
the case of care, may impose severe practical limitations on action.
This is an issue pertinent to the retirement decisions of many better-
oft people where locations are chosen — in the remote countryside or
even abroad — where relatives are far away and care networks, let alone
services, are rudimentary (Hardill et al, 2005).

Studies of occupational groups (including professions) have drawn
distinctions between ‘cosmopolitans’ with widespread reference groups
and ‘locals’ for whom attachments are primarily to the colleagues —and
indeed the organisations — with whom they are working (the distinction
originates from Merton, 1957, chapter 10).This issue is clearly pertinent
to the professional ethics discussed by Marjorie Mayo and her colleagues
in Chapter Five.While occupations may differ in their orientations, and
thus the relative importance of a cosmopolitan perspective, it seems also
to be the case that individual preferences and personality characteristics
influence the choice between these orientations. Inasmuch, then, as
these alternative orientations influence other lifestyle choices — the
characteristics of friendship networks and even residential locations
— people may to some extent choose whether their ‘community’ is
or is not geographically constrained. Such choices will then have an
impact on the way potential care networks are constructed.

Community and diversity

However, it is inappropriate to see networks as simply matters of choice.
They are influenced by cultural, ethnic and linguistic characteristics
too.This brings us back to the assumptions discussed above about the
extent to which there are communities, formed of people with strong
shared characteristics. And, closely related to this are issues about
the extent to which the processes that form these communities are
imposed on them by the attitudes of others, engaging in various forms
of discrimination. Relevant here is not only the obvious case of racial
discrimination but also the extent to which people may be excluded
from interaction with others because of their lifestyles (or assumptions
about their lifestyles).

Hence, in the absence of actual pressures towards residential
segregation (ghettoisation) the extent to which these kinds of
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community bonds will have a territorial dimension will vary greatly.
Several important points follow from this.

The use of the concept of community is particularly problematic
in contexts where it to all intents and purposes stereotypes a group to
which the speaker does not belong. If we consider the various subgroups
in society — whether identified by class, ethnicity, sexual orientation or
other cultural identification — there will be differences in the extent
to which those groups identify shared interests in the way implied by
the concept of community. This is particularly evident in the way the
concept of community is used with reference to ethnic groups. On
the one hand, shared experience of discrimination and of difficulties in
settlement in a new land may bring some very diverse groups together
with common awareness and common action. On the other hand, other
factors may divide. Consider, for example, the diverse island societies
that first-generation immigrants from the Caribbean came from (the
bigger islands of Jamaica, Trinidad and Barbados far apart — unwilling
to participate in a federation and often even uneasy partners on the
cricket field — and then alongside them the many from small islands
often regarded contemptuously by people from the bigger islands but
also with very different cultures themselves). Furthermore, they brought
with them views about gradations of colour and class (Andrea Levy’s
novels illustrate this brilliantly) and wider ethnic divisions (illustrated
in'V. S. Naipaul’s early novels). Even more seriously we regularly hear
members of that vast, complex and diverse world religion — Islam
—described in terms in which they are seen as belonging to a common
‘community’ and with, worse still, a limited number of identifiable
‘community leaders’.

Much of the literature on communities within Britain has explored
issues about class differences and homogeneities. In some of the
literature there is a tendency to romanticise a working-class past
characterised by high degrees of solidarity. There is little point in
getting here into a discussion about the extent to which this involved
an idealised vision. What is clearly evident is that such solidarity is
now hard to find. However, an important aspect of that literature, as
Mayo (1994) shows, is the extent to which such solidarity derives
from a need to work together in the face of shared impoverishment
and shared oppression.

Another feature of the debate about class and community is the
extent to which there is (or has been) a strong connection between
class solidarity and the geographical concentration of people with
shared class characteristics. There are some pertinent issues here about
the relationship between social mobility and geographical mobility. It
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may be the case both that the most deprived are the least mobile — in
either sense — and that such upward social mobility as occurs tends
to increase homogeneity among those left behind. Once upon a time
social engineers sought to create cross-class community identifications
through deliberate mixing of people (witness the early ideal for the
new towns and Aneurin Bevan speaking of creating in council estates
‘the living tapestry of a mixed community’, quoted in Foot, 1975, at
p 76). Such ideals have long been abandoned, undermined if nothing
else by the popularity of owner-occupation. However, while highly
homogeneous communities can often be observed, accidents of
history have also created some unexpectedly mixed neighbourhoods
(particularly where the partial gentrification of old residential areas
has occurred).

A more serious challenge for efforts to engender community
feelings has occurred in areas where concentrated social housing has
become what can only easily be described pejoratively as ‘dumping
grounds’ for diverse groups of people — those who are desperate for
housing, those evicted from preferred areas because of failures to pay
rents or anti-social behaviour, those forced to turn to social housing
because of disability, ex-prisoners and so on (Lee and Murie, 1998).
Again, differential mobility out of such areas can add to this ‘dumping’
effect, note, for example, the way in which opportunities for owner-
occupation, including of course the subsidised sale of social housing,
play a part. Can community solidarity develop among a diverse group
of people who have nothing to share but their deprivation? Brave social
crusaders like Bob Holman have devoted much of their lives to trying
to help it to develop, but in most cases surely the outlook is fairly bleak.
Perhaps the most hopeful developments occur among subgroups within
such neighbourhoods — here again is perhaps a reason for holding on
to the notion of the feasibly of communitarian developments without
there necessarily being a strong geographical connection.

Community and families

There are obviously connections between patterns of family life and
community relationships. The issues about the relationship between
family lite and community life are relevant to the concerns of this book
inasmuch as families are very important for social care.

Family connections are the building blocks of the more cohesive
communities (although even here, as Shakespeare reminds us in Romeo
and Juliet, families can divide as well as unite communities!). The
family/community connection may be seen in a particularly strong
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form in the Confucian model of family life, in which kin ties are traced
widely and far back and are, in Chinese rural societies, in many respects
the lowest tier of government. Conversely, therefore, it may be quite
difficult to separate out in situations in which traditional communities
are seen to be being destroyed or in decline — as explored in the classic
studies of East London by Willmot and Young (1957, 1960) — issues
about disappearing neighbourhood ties and issues about the dispersal
of extended families. As far as issues about care are concerned there
must surely be similar reinforcing interactions.

As far as the policy issues are concerned, however, the fact that families
go to considerable trouble to maintain links despite geographical
separation is a matter deserving of attention, but it may be doubted
whether similar considerations apply to attenuated non-kin ties. It is
appropriate to note here that one of the characteristics of the issues
about care is that they involve particularly sensitive interactions between
people — both in terms of physical tasks and psychological difficulties.
There is perhaps a paradox here that there are difficulties about
relationships that lie in the middle ground between the impersonality
of paid service by strangers and the intimate relations between family
members. We return to this below.

Community and government

While it may seem to be taking us rather far from the issue of
communities and care it is in fact not irrelevant to recognise that the
modern concept of the nation state — as enshrined in the perspectives
of many nationalist movements and given sustenance by the way in
which national self-determination has (intermittently) been taken into
account in determining territorial boundaries since 1919 — embodies a
view of the desirability of equating a broad concept of community with
the idea of democratic self-government. Indeed, that is implicit in the
concept of citizenship. We are, of course, continually reminded of this
in situations in which this ideal cannot be or has not been attained, as
for example in the case of the Balkans or Northern Ireland. Of course,
in most cases the community ideal in relation to nationhood involves
population and geographical units much too large for notions of close
caring networks, but it is appropriate to start from this point inasmuch
as the legitimation of the assumption of a collective responsibility for
care on the part of the government stems from this notion. This will
therefore be explored a little more before proceeding to issues about
smaller — local — units of government.
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So the issue here is about the extent to which notions of solidarity
through citizenship can be effectively seen to legitimise a consistent set
of government policies for care holding across a specific area. Clearly,
such a view is implicit in expectations that government has a key role
in the provision of care, often reinforced (and not merely by politicians)
by concerns about territorial justice — often given popular form in
assertions that who gets what should not be a ‘postcode lottery’.

Such a perspective seems, then, to come into conflict with an
increasingly widespread view that a single government for a large
territory (however defined) cannot realistically claim to represent us
all. Leaving aside for a moment issues about more localised alternatives
within a nation state, the general thrust of this argument requires a
search for new approaches to self-government. That search tends to
involve two alternative lines of argument.

One of these takes an individualistic character, stressing the need
for consumer choice. This gives government the role of regulator of
markets in which individual purchasing decisions may be made. It is
not appropriate in this chapter, then, to go into the issues about the
extent to which markets are non-existent, or rigged, or about the
large number of situations in which consumers lack the resources
to make choices of their own. Those deficiencies of markets can be
addressed, notably through income maintenance measures. In some
countries (see particularly the contributions on Germany and Japan in
Chapters Fifteen and Sixteen respectively) care insurance offers another
approach to this, although in the field of care — as these chapters show
— it is impossible to escape forms of rationing through official need
determination. In the UK the provision of ‘direct payments’ to people
in need of care similarly extends individual choice to some extent.

It 15, then, the other approach to the problem of the increasing
irrelevance of the representative government approach to citizenship
that particularly embodies a search for communitarian approaches to
the government of caring services. Inasmuch as attention is paid to the
geographical dimension of community this involves the exploration
of ways to coordinate and consult on services at the local level, and
at the same time therefore to strengthen locality-based networks. But
perhaps their more concrete manifestations have been the growth
of user groups — both as self-help groups and as participants in (or
aspirants to participate in) policy processes at the local level. Such
developments, important for the growth of the participatory ethic of
care advocated by Marian Barnes in Chapter Four — although often
locality specific — are likely (particularly as far as an issue like social care
is concerned — by contrast with, for example, tenants’ movements) to
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be less geographically concentrated and thus to involve highlighting
some interests and concerns that will not be shared with others in
the same locality. Inasmuch as this is the case, such movements may
be more appropriately seen as ‘consumerist’ — perhaps connecting up
with developments like direct payments in which market notions are
present — rather than ‘communitarian’. The consumerist emphasis may
indeed be destructive of community approaches to serve organisation
and control, interestingly a point made both by Alison Petch (Chapter
Three) in her discussion of the importance of local government services
in Scotland and by Frank Bonker (Chapter Fifteen) in exploring the
replacement of non-profit organisations ‘with deep roots in the local
community’ by commercial providers in Germany.

So far, this section has tended to pose two extremes for community
involvement — one based on citizenship and oriented to the generally
very large nation state, the other based on micro-level involvements.
But, particularly given the extent to which interests may be expressed
through movements that are localised in a broad rather than a narrow
and very specific sense, is there a middle-level alternative? From the
formal organisational point of view the obvious candidate for such a
role is local government.

An interesting paper by Hellmut Wollmann (unpublished) explores
the extent to which the roots of local government in European
countries lay in notions of the representation of local communities,
but later diverged from that ideal in many countries. The alternative
competing notion was of local government as an administrative
activity, with powers dictated by central government, with boundaries
influenced more by concerns about the most efficient units for policy
delivery rather than by communities of interest. This has taken its
most striking form in the UK with the consequence that the ratio
of population to local government unit is much higher than in most
other countries. In particular, the UK has been reluctant to go down
the French road of accepting that units may remain — at least in the
rural areas — as representative bodies even when they have to accept
that most services will have to be provided through combinations with
other authorities or bought in from outside.

In this sense, local authorities in the UK are not seen as fora for
the exploration of community concerns, a fact most dramatically
demonstrated by low electoral turnouts to vote for candidates most of
whom come from the national political parties and with results that
are seen by the media as indicators of the popularity of the central
government.
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However, there is within local government scope for rectifying
this deficiency — although probably not in electoral terms — through
the provision of facilities within individual local authority areas, for
consultation closer to local communities. In the field of social care
the interest in notions of integrated ‘patch’ teams in the years after
the Seebohm reforms involved a search for ways to do this (Hadley
and Young, 1990). Within local authorities as a whole there was
a corresponding interest in integrated local offices, with perhaps
appropriate local consultative committees, and in some places the
organisation of the business of the authority itself through area
committees (Hoggett and Hambleton, 1988). That impetus was
subsequently lost; this may be attributed to a combination of the
abandonment of integrated approaches within social services in favour
of divisions along client group-based lines, the impact of privatisation
in fragmenting integrated approaches to services and the emergence of
more centralised approaches to local decision making through ‘cabinet’,
‘city mayor’ and ‘city manager’ initiatives. Contemporary approaches
to consultation with the public are much more individualised, seeing
citizens as separate consumers who should hopefully be in a position
to make consumer choices and whose opinions may be sought by
way of questionnaires. In Chapter Two, Susan Balloch explores other
dimensions of this change of emphasis, particularly the difficulties
involved in integrated approaches at the community level.

There is one other alternative here — that the voluntary sector can
operate in this social ‘middle ground’. It is embodied in notions of
subsidiarity, particularly in the traditional approach to much social care
and education in the Netherlands and Germany (although note the
comments on the decline of this in Chapter Fifteen) of leaving service
provision to faith-based community organisations. This does to some
extent separate the geographical dimension from the community of
interest dimension. But it is pertinent to note that this has been observed
to be of diminishing importance with the declining importance of
religious affiliation within Christendom. It has re-emerged on the
agenda because of the establishment of significant minority groups
from outside Christianity, but is then the subject of much controversy
inasmuch as separate services may imply forms of discrimination and
may enhance divisions within a society. This implies a need to balance
universalism and communitarianism, the topic of the next section.
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Universalism versus communitarianism?

The heading for this section opposes the concepts of universalism
and communitarianism but adds a question mark, to indicate that
the concepts are not necessarily in opposition. Running through the
discussion so far are two key points — one that those links between
people that are seen as important for the maintenance of ‘community’
are very likely (indeed, probably increasingly likely) dispersed across
large areas, the other that organising principles for government (and
also correspondingly for key representative groups that link people’s
interests and convey them to governments) are likely to involve large
units of a kind to which the application of community notions cannot
be more than symbolic. But while the justification for these large units
has often been in terms of efficiency, there is another justification that
is important for public policy: the case for territorial justice, ensuring
if not equality of treatment at least compatibility of treatment across
large areas.

The question is, then, how large should these areas be? As suggested
in the last section, the 19th- and 20th-century concept of the nation
state suggested the importance of a communitarian notion spreading
across a nation. The reality has been, and remains, that many so-called
nations have sharp divisions running through them. But now in the
21st century, notions of interconnectedness between nations are very
much on the agenda, reinforced not merely by global economic ties
but by massive population movements between states. In political
science one of the justifications for talking of ‘governance’ rather than
‘government’ is that complex political and institutional connections
run across traditional state boundaries (Pierre, 2000).

The recognition of this complex interconnectedness seems to conflict
with efforts to define and work within quite narrow communities
of interest, particularly ones that are defined in narrow geographical
terms. But there is nothing new about this. For the Christian world
the recognition of a universal caring responsibility is embodied in the
parable (perhaps more honoured in the breach than the observance) of
the ‘good Samaritan’, while there are similar universalist propositions
within Islamic thinking. In more modern times, issues about a common
humanity have been an important ingredient in humanistic thinking,
offering a challenge to the more atavistic nationalist notions.

In the field of care there are some very important transnational
connections to which there is a need to be sensitive. Gough and Wood
(2004),1n a book on social policy in the poorer countries of the world,
stress the importance of remittances from family members working
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abroad for welfare in their countries of origin. It is, then, important
to recognise that many of these remittances come from people who
are carrying out paid care tasks in the countries within which they
work. Looking at this from the other end of the telescope, then, Clare
Ungerson (2004) has raised concerns about the exploitation of these
workers.

In relation to social policy, universalist notions have been propounded,
as already noted, in the concept of territorial justice, but also in the
advocacy of policies that extend social rights in a non-discriminatory
way. This universalism is thus crucial for the defence of tax-funded
healthcare for all (Titmuss, 1974). Reference to the particularist needs of
specific communities is, then, seen as in conflict with this principle.

The difficulty with social care is both the cost of universalist solutions
and the fact that, even if that cost could be afforded, entitlement
depends on far from straightforward decisions about need and on the
formulation and implementation of very varied packages of care. The
author’s own preference here is for an approach to this topic by way of
(a) good overall income maintenance packages and (b) supplementary
cash benefits depending on relatively simple tests of need, which then
leave the recipient with a choice about how to spend the money.
In other words, much better state pensions and invalidity benefits,
supplemented by benefits like Attendance Allowance uprated so that
they pay the real costs of attendance and so on. But that is a utopian
dream. Without that, much tailoring of state support to individuals’
resources and circumstances including the care they can call upon from
others is necessary. In which case, attention to issues about community
are important and connect up with concerns about citizenship — not to
enable the public burden to be pushed off on to others, but to enable
those who receive care and their carers to participate in decision making
about how the resources should be provided.

Many people need care from family members (and in the absence
of this from communities, in the broad sense) simply because public
services are inadequate. It is not appropriate to espouse an argument
that these links should be neglected simply because of a belief that
there should be more adequate public services. Looking at this
issue from a comparative perspective, distinctions need to be made
between systems where there has been a stress on delegating tasks
seen hitherto as potentially public to the community, those where
community organisation is traditionally strong and those where the
public contribution is so little that inevitably governmental effort has
been about trying to shore up community resources.



The role of communities in care

There is a case for strengthening community caring networks, just as
there is a case for strengthening family caring networks. On the whole
that seems to be an issue for us, for civil society, since when the state does
it there is an ulterior motive — to save it the cost and responsibility. We
should distrust communitarian arguments emanating from the mouths
of politicians (see also comments in Chapter Four by Marian Barnes and
in Chapter Seven by Dawn Stephen and Peter Squires on this theme).
Bo Rothstein (1998) develops an interesting argument about traditional
Swedish communitarianism — as embodied in a doctrine coming from
the Left about policies for the ‘people’s home’ — inasmuch as while it
led to the development of some universalistic benefits it also implied
uniform services imposed from above (he uses, for example, the case of
maternity services imposed on mothers without consultation). This is
also related to an authoritarian view that people who are in need are
in a dependency relationship, less than full citizens with entitlements
but rather subservient to those who consider they know what is best
tor them (an issue explored by Marian Barnes in Chapter Four).

The argument here is thus about the importance of universalist
principles,and a warning about the too eager espousal of communitarian
alternatives, with an important reservation. That reservation is about
the viability of integrating universality and choice in the absence
of real alternatives. Choice in situations where there has been no
participation to determine the conditions under which those choices
are made — a current danger with the enthusiastic advancement of
direct payments for care — carries similar dangers. In any case, treating
care as a commodity carries with it potential problems, inasmuch as it
involves complex relationships between people that cannot simply be
commodified within contracts.

Rothstein (1998, p 214) argues that ‘every democratic system
must strike a balance between a collectivist/communitarian and an
individualistic/autonomist ideal of democracy’. Fair enough, but in
relation to care the issues go beyond this dichotomy. Both universal
services and choice within them are needed. But there are limitations to
the solutions these offer, not merely because of finite resources, but also
because caring relationships are needed as well as caring services. Hence
there is need, too, for the nurturing of networks of care. But this cannot
be done ‘top down’ by politicians, telling us what our obligations are to
each other, but through the recognition of real communities of interest
that, in our complex world, will not have a simple spatial identity.
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TWO

Care, citizenship and community
in the UK

Susan Balloch

In Chapter One Michael Hill addressed the broad concepts of care,
citizenship and community and their interface nationally and globally.
In this chapter the focus is on recent policy developments in the UK
that have revived concepts of citizenship and community within the
context of care. The next chapter from Alison Petch will then look at
some of the distinctive developments in Scotland.

Background

In the UK, central government policy has regularly emphasised the
importance of community in the provision of social care. Both the
Seebohm (1968) and Barclay (1982) Reports saw communities as
fundamental to the provision of local social care services, the latter
advocating a system of ‘patch-based social work’ to utilise community
resources and meet local needs effectively. The demise of community
social work in the 1980s coincided, ironically, with the growth of
community care policies, the closure of long-stay mental hospitals and
the growing popularity of policies for enabling people with complex
needs to remain independent in their own homes for as long as possible.
Parallel policies for children and families saw a major reduction in the
number of children’s homes and an emphasis on foster care.

Community social work became a victim of centralisation and
cost-cutting in local government just as Sir Roy Griffiths (1989) was
preparing his report on community care.As a result,‘community care’
never became a community-based system of care, but rather a policy for
deinstitutionalisation. In spite of this the 1980s saw a rapid growth in
residential and nursing homes, particularly after 1984 when legislation
enabled individuals receiving social security benefits to receive state
funding for residential care if assessed as in need, fuelling an unplanned
growth in privately owned homes.

The 1990 NHS and Community Care Act, implemented in 1993,
transterred the entire state funding for residential and nursing care
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for older people to local government social services departments and
effectively closed the financial loophole that had encouraged many into
residential care. The Act designated the local authorities as ‘enablers’,
purchasing residential, day and home care services, mainly from the
private and voluntary sectors rather than providing them themselves.
Thus, local authorities became ‘care managers’ responsible for delivery
of ‘packages of care’ purchased from private and voluntary providers,
often through block contracts. Those deemed eligible for local authority
support were, and still are, means tested and required to pay for their
own care if their income and capital resources were above a certain
limit (set at £,20,500 in 2006).This led to many selling their homes to
be able to afford residential care. It also raised issues about the anomaly
between ‘free’ healthcare and means-tested ‘social care’. In 1999 a Royal
Commission on Long Term Care recommended that both health and
personal care costs should be paid for by the state for all residents but
this proved acceptable only in Scotland. The funding situation still
remains very complex and often unfair (OFT, 2005).

The 1980s and 1990s were therefore characterised by two main
developments in services for adults — a shift to independent rather than
statutory provision and to people increasingly being cared for in their
own homes. Between 1991 and 2001, over half the local authority-run
homes in England closed, with an increase in independent residential
homes of 12%. However, overall there was still a decline in the total
numbers of homes and residents, by 11.5% and 13.3% respectively in
England. In 2005, 88% of residents paid for by their local authority
were in independent sector homes compared to 82% in 2000 and 20%
in 1993 (DH, 2005).

As one would expect, given a strategy for maintaining more people
in their own homes, the number of hours of home care delivered by
local authorities rose by 21% between 2000 and 2004. However, this
was matched by a fall in the number of households receiving services,
down since 2000 by 11%. This resulted from the intensification of
services needed to keep very frail and vulnerable people at home
(Netten, 2005).The percentage of households receiving intensive home
care has increased by 27% since 2001 (DH, 2006).

Whereas earlier home care services would have provided house
cleaning, shopping and other similar services, today their work is very
focused on personal care. Those requiring a limited amount of help
around the house or garden cannot obtain it from their local authority
and must purchase it privately. The lack of this ‘bit of help’ has been
severely criticised; it means that preventative services are simply not
available, only for those in crisis (Clark et al, 1998). Delivery of home
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care services has also shifted from the statutory to the independent
sector, which provided 73% of all home care hours in 2005, an increase
of 22% since 2001 (DH, 2006). Minimal provision of home care services
is reflected in the growing number of carers who provide informal
care for partners, relatives and neighbours as well as the growth of
services purchased by individuals from private health and social care
providers.

Reviewing developments since the 1970s, it is clear that the policy
to deinstitutionalise care for adults has largely worked. We lack
information, however, on those who purchase varying forms of care
in the private market and only have detailed information on those
poor enough or frail enough to receive local authority support. In
fact, good research and data are lacking on many aspects of adults’ and
older people’s care services (Knapp et al, 2004).

New Labour

Since New Labour came to power in 1997, policies focused around
combating social exclusion, partnership working and user empowerment
have revived interest in developing community-based services across the
UK. Two policy agendas have been developed, more or less isolated from
each other until 2004, one for renewal of impoverished neighbourhoods
and the other for social care. Interestingly, in Northern Ireland, Heenan
notes that, in spite of a new commitment to community development,
this too remains on the margins of social work practice (Heenan,
2004).

The National Strategy Action Plan A New Commitment to
Neighbourhood Renewal published by the Social Exclusion Unit in 2001
set out to ‘narrow the gap between outcomes in deprived areas and the
rest’ (SEU, 2001, p 8) in 88 of the poorest areas, with Local Strategic
Partnerships delivering and implementing local strategies. It pinpointed
a broad spectrum of problems:

¢ the failure to address the problems of local economies and to promote
safe and stable communities;

e poor core public services;

e the failure to involve communities;

e lack of leadership and joint working;

e and insufficient and poor use of information.

Five areas for change were identified:
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* employment
e crime
¢ education and skills

¢ health, and

* housing and physical environment.

This heralded a new era for community development (Gilchrist, 2003).
In all of this there was barely a word about social services. Where client
groups such as children and young people (traditionally the preserve of
social services) were considered, special initiatives were set up outside
social services departments — for example, Sure Start, Connexions, the
Children’s Fund and a strategy for teenage pregnancy. It was therefore
unsurprising to find an observation in an Audit Commission survey
in 2002 that social services departments seemed to be sticking to their
‘core business’ rather than getting involved in neighbourhood renewal
(Audit Commission, 2002, p 12).

While the neighbourhood renewal strategy might suggest a disregard
for social services, the White Paper Modernising Social Services (DH,
1998) suggested that government itself was taking the social care agenda
seriously: it introduced comprehensive National Service Frameworks
for a range of groups and emphasised partnership working with
health through Care Trusts, and user empowerment and independent
living through direct payments. Other initiatives included workforce
development through a General Social Care Council and the Training
Organisation for the Personal Social Services (TOPSS), now Skills for
Care, and the establishment of a Social Care Institute for Excellence
(SCIE) supporting a firm belief in evidence-based practice. The
establishment of the Commission for Social Care Inspection (CSCI)
pulled previous functions of the Social Services Inspectorate, the Care
Standards Commission and the Audit Commission together into a
major initiative for improving services. Yet the social care agenda still
seemed narrowly focused, with a greater focus on the workings of
statutory social services and their contractual partners,and the interface
with health and education, than on the potential role of services in
communities.

As Quilgars (2004, p 2) has noted in her evaluation of the Hull
Community Care Development Project (see also Chapter Ten):

Community care and community have received little
joint attention. Community care policy continues largely
to be delivered in, rather than by, the community, with
professionals primarily adopting an individualised approach
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to delivering support and care. Whilst regeneration and
social inclusion policy agendas have brought a renewed
focus on communities and a heightened role for community
development, care and support issues have been largely
neglected in area-based work.

Similarly, commenting on the government’s Framework for the Assessment
of Children in Need and their Families (DH/DfEE, 2000), Jack (2004, p 1)
pointed out that the core assessment forms included 14 pages in which
child development and parenting capacity were considered together,
but ‘what is missing is a simultaneous consideration of the interactions
between these issues and the wider family and environmental factors
that are also involved’. Working Together to Safeguard Children (IDH, 1999)
only had six lines in a 100-page document on community influences.
Jack (2004) also cited evidence from the national survey of children’s
health that the risk of developing a classifiable mental disorder is
two to three times higher for children living in the poorest families,
in privately rented or social housing, in deprived areas with limited
friendship networks.

As often in the past, developing policy was challenged by a further
shocking instance of child abuse and neglect. The Laming Report
(2003) on the Victoria Climbié case produced a damning indictment of
social services management; this added strength to a slow-burning fire,
which for a number of years had fuelled the argument that children’s
services should be organised separately from those for adults. Thus,
following publication of the Green Paper Every Child Matters (DES,
2003) responsibility for children’s social services was moved from the
Department of Health to the Department for Education and Skills.

A prime example of tensions between neighbourhood renewal and
social care may be found in the Anti-Social Behaviour Orders (ASBOs)
currently being implemented around the country. Stephen and Squires
(2004, Chapter Seven) have illustrated how the implementation of
these by community safety officers in Brighton and Hove has left some
families distraught, unsupported and fearful of eviction. Amongst most
of the parents and young people the greatest contempt for and sense
of “having been failed” was directed at two main agencies: education
(mostly) and social services’ (Stephen and Squires, 2004, p 66).Although
social services had been involved with several of the families interviewed
there was a perceived absence of support and an inability to provide
the sorts of resources the families felt they needed.
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Community development and social care

Tensions between community development/neighbourhood renewal
and social care policy have several sources. Chief among these are
historical factors, political divisions of responsibility, changing patterns
in the delivery of welfare, education, training and workforce issues,
and 1deology.

Historical factors

The development of community work through the Charity
Organisation Society (COS) and the Settlement Movement in the
19th century, and as a specialist branch of social work in the mid-20th
century, can best be described as haphazard. It was transformed from
‘an activity largely on the margins of the voluntary sector into an
instrument of policy within the statutory sector’ (Shaw, 2004, p 19),
through the 1968 Calouste Gulbenkian Foundation report Community
Work and Social Change, with both the Calouste Gulbenkian Foundation
and Seebohm (1968) emphasising its role in creating active citizens
from within deviant and depressed subcultures. The launch of the
Community Development Project in 1968 confirmed community
work’s state role although this was challenged by an alternative, more
radical approach, based on the perception of poverty as structurally
created through capitalism.

Social work had similar origins, both through the COS and the
Guilds of Help. While the influence of the COS is well established
(Lewis, 1995) less is known about the Guilds, the first of which was
launched in Bradford in September 1904 and which within a year
had 500 helpers and 2,000 cases. By 1911 there were 60 Guilds in
England and Wales with over 8,000 members and these provided the
most important membership of the 1919 Council of Social Services.
‘What was interesting about the Guilds was that their philosophy was
one of citizenship, with a duty to provide help to those less fortunate
than oneself, but:

this civic consciousness did not, however, include a
commitment to the city council directly providing services,
for this would have been an acknowledgement by them
that voluntary organisations could not cope with distress.
(Cahill and Jowitt, 1980, p 398)

Nevertheless, like community work, social work moved steadily into
the statutory sector from the mid-20th century, gradually leaving
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its voluntary origins behind. Unlike community work, political
commitment, through the 1970 Local Authorities Social Services Act,
and the creation of social services departments in 1971, confirmed
social work institutionally, standardised training and initiated a long
period of mounting statutory responsibilities. Although a ‘radical social
work’ agenda in the 1960s and 1970s encouraged the development of
a belief'in individual empowerment in social work (Langan, 2002) this
did not extend to empowering communities. Subsequently, not just
crises in child protection but the development of community care’s
contract culture moved social work further away from the spirit of
community work in the 1980s and 1990s with ‘care in the community’
rarely translating into ‘care by the community’ (Bulmer, 1987).

Political divisions of responsibility

In the Thatcher years no fewer than seven ministries held some
responsibility for urban renewal. Today there may have been some
streamlining of responsibility with the placing of the Neighbourhood
Renewal Unit within a Department for Communities and Local
Government, but this will still operate separately from the Social
Exclusion Unit now based in the Cabinet Office and from those in
the Home Office with responsibility for the voluntary sector. At local
level, Local Strategic Partnerships have responsibility for community
development but social services’ main interests are concentrated in
Care Trusts for adult services, and Partnership Boards and Children’s
Trusts for children’s services. Partnership working between health and
education therefore provides a more important focus than between
neighbourhood renewal and social care. On the ground, interactions
between front-line staff often remain difficult and there is a reliance
on other agencies to bridge the gulf between community interests and
social services’ responsibilities.

Changing patterns in the delivery of welfare

Two features have distinguished the delivery of social care in recent
years. The first has been the development of the market economy,
with the once near monopoly of service provision by local authorities
challenged and replaced, as explained earlier, by services contracted out
to voluntary and private providers. Commitment to a mixed economy
of care, promoted by the Conservatives and endorsed by the 1990
Community Care Act has intensified under New Labour. Second
has been the separation of adults’ and children’s services, reflecting a
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pattern, albeit on a much smaller scale, that existed before the Second
World War, and the growing relationship with health and education.
The 2001 Health and Social Care Act has, for example, directed local
authorities and health agencies to pool their budgets where services
are failing. One assessment of the effect of these changes is that ‘health
and social care have now lost virtually all their ties into such processes
as urban regeneration, widening participation and social inclusion’

(Jordan, 2004, p 91).

Education, training and workforce issues

Although social workers and community workers are increasingly likely
to work together in such settings as Children’s Centres, they share little
commonality in training.

Ideology

The fact that the education and training of community workers and
social workers have travelled along difterent paths is both a cause and
a result of the different discourses that characterise their activities.
Concepts common to community development, such as governance,
citizenship, community engagement, civic involvement, social capital,
democracy and human rights, contrast with a social work training
programme normally focused on anti-discriminatory practice, user
empowerment, inter-professional working and meeting individual
needs. This is not to suggest that such concepts are incompatible,
but that they appear opposed because of the ways in which they are
presented and interpreted. Jordan (1990), Berestord and Turner (1997),
Lister (1998) and others have made the point that social workers are
well placed to promote the citizenship of those in poverty and other
marginalised groups.To quote Lister (1998, p 16):

The concept of citizenship offers social work a framework
which embraces anti-poverty work, principles of partnership
and an anti-discriminatory or oppressive practice and an
inclusionary stance.

Yet it is hard in the current situation to see this happening, in spite of

the recent and apparently encouraging policy developments discussed
below.
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More recent policy developments

In the aftermath of the removal of responsibility for children’s services
to the Department for Education and Skills there was concern at the
potential loss of a coherent and distinctive care agenda. The Green
Paper on adult social care Independence, IWell-being and Choice (IDH, 2005),
based on more or less identical principles to those of Every Child Matters
(DfES, 2003), was seen as redressing this. Few challenged its ‘new vision’
based on the belief that ‘everyone has a contribution to make and has
the right to control their own lives’ (DH, 2005, p 16). In the same year
the Green Paper was joined by two other documents Improving the Life
Chances of Disabled People (Cabinet Office, 2005) and Opportunity Age
(HM Government, 2005), both of which, as Glendinning and Means
(2006, p 18) point out, reflect ‘an underlying shift from a paternalistic
to a citizenship discourse’, which emphasises rights rather than needs.
It should be noted, however, that their discourse surrounding choice
and empowerment was articulated in very similar fashion in the
Seebohm (1968), Barclay (1982) and Grittiths (1989) Reports as well
as in the 1989 White Paper on community care (DH, 1989). In many
ways, therefore, there was little new in this Green Paper. The calls for
preventative services, greater reliance on the community and voluntary
sectors, support for carers and closer working with health had been
made regularly down the years (Glasby, 2005).

In the Green Paper, ensuring that control and choice becomes a
reality is reliant on four strategies:

e giving people more control through self-assessment and planning
and managing their own services;

* developing new and innovative methods of support;

* building and harnessing the capacity of communities; and

* improving the social care workforce.

These and related issues are discussed below.

Direct payments and individual budgets

Individual budgets, an extension of direct payments, were defined
as one of the main tools for implementing the new agenda. Direct
payments had been based on a scheme pioneered in Hampshire with
the Independent Living Association whereby individuals with physical
disabilities were given a payment with which they could purchase the
services they wanted. In many cases this involved employing a personal
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assistant, necessitating training and support in employment law and
practice. Under the 1996 Direct Payments Act only people under
the age of 65 were eligible, but the scheme was extended to older
people in 2000 and also to people with learning disabilities, people
with mental health problems and carers. Generally, take-up has been
limited: out of 1.68 million adults using community care services in
2002/03 only 12,585 individuals were receiving direct payments, of
whom only 2,000 were older people.

The introduction of individual budgets has been described as capable
of radically altering the face of social care by promoting independence
and recognising an individual’s right to make their own choices. The
budget will be held by the local authority on behalf of the person using
services, who may choose to receive their support in a cash payment
or through provision of services. The Green Paper (DH, 2005) argued
that giving people individual budgets would drive up the quality of
services, stimulating the social care market to provide the services
people really want and shifting resources away from services that do
not meet needs and expectations (para 4.35). It would also promote
the development of different social work roles including:

e a person-centred planning facilitator to support the individual;

* a care manager to undertake the needs assessment and case manage
the care package;

* a care navigator with knowledge of mainstream and specialist
services;

e a care broker who might help the individual formulate the care
plan.

There is no doubt that individual budgeting can open up an exciting
range of possibilities, for example by allowing groups of individuals to
purchase collectively, set up cooperatives and make real choices about
what they would like. Budgets will also be available to carers, although
the implications of this are far from clear. The system will only work,
however, if the services they want to purchase are readily available and
of good quality (Scourtfield, 2005) and that is often far from the case.

Role of the community and voluntary sector

In the Green Paper a further component of planning for adult social
care was greater reliance on the voluntary and community sector. At
the moment the voluntary sector plays a relatively minor, although
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significant, role in social care. Kendall (2000) has suggested three reasons
for this situation, which is unique to the UK:

 First, major statutory payments to the private sector for supported
residents and those in receipt of home care have led to the growth
of commercial care enterprises rather than the growth of the not-
for-profit sector.

e Second, lack of support for the principle of welfare subsidiarity
has meant that the voluntary sector has not been acknowledged
as superior to the state in delivering services that people want and
need.

e Third, the very low wages of those working in service delivery for
older people have made the commercial care sector more profitable
than in other parts of Europe.

To these we can add a fourth dimension. In their commissioning of
services from the voluntary sector, local authorities have been accused
of holding down prices, making it difficult for small voluntary bodies
to cover their costs and requiring them to subsidise their services from
funds raised from the public. This has been no recipe for expansion.

Added to all this is the fragmented nature of voluntary and
community activity. In poorer areas, neighbourhood renewal funding
has, as discussed, supported the development of community safety, better
education, employment, housing and health, but has not embraced
social care.The ideological and organisational gap between community
work and social care services continues to restrict attempts to address
the needs of the poorest and most vulnerable people.

This may all sound very negative when in fact there are many
examples in the field of local projects designed to support people in
their own homes through voluntary activity. The Neighbourhood Care
Scheme in Brighton, described in Chapter Eleven, is one example
of this.Yet, as was the case with the befriending scheme described in
Chapter Twelve, voluntary projects are not self-sustaining and will close
if mainstream funding is not made available.

The social care workforce

A third major component in implementing the new vision for adult
social care is the social care workforce supported by a children’s
workforce strategy and the Skills for Care agency. Across the statutory,
voluntary and private sectors well over a million people work in
social care, a majority with adults and older people. Recruitment
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and retention are problematic in both inner-city and rural areas. The
almost totally female workforce has a wide range of choices at a time of’
almost full employment and is not easily attracted to work and remain
in organisations characterised by low pay, poor conditions of work
and few career opportunities (Balloch, 2005). Mears makes the same
points in her chapter on home care in Australia (Chapter Thirteen).
Although in some areas these working conditions have improved,
the security that workers had when employed by a local authority is
lacking. Attempts to raise levels of qualification have been only partially
successful, due to a lack of enthusiasm among older women, the high
cost of training that has to be borne by the women or their employers,
and the lack of assessors. Arguably, the greatest effect has been seen
in social work itself with the BA Social Work and the Green Paper’s
view of social workers as brokers of services raising the profession’s
status. Although for other care staff the government has set targets for
improved levels of qualification, these are proving difficult to meet due
to a lack of funding and training facilities (Balloch et al, 2004). The
employment of agency staff and overseas workers has addressed some
of the recruitment difficulties but brought its own problems — not least
the lack of the continuity of care that people value highly. Interestingly,
in Japan, until the time of writing the employment of overseas staft in
social care was banned, although now staft shortages have encouraged
reconsideration of this.

Health and social care

The integration of health and social care services at the local level
took centre stage in the White Paper Our Health, Our Care, Our Say
(DH, 2006) on out-of-hospital and adult social care. This was designed
to build on and take forward the Green Paper. It set out four main
goals:

* better preventative services;

* more choice for patients and users;

* addressing inequalities and developing community resources; and

» providing more and better support for people with long-term
needs.

Critics felt that it overemphasised health and underplayed the significance
of social care. Others saw it as a good way forward for integrated health
and social care in the community, to be achieved through aligning
local authorities and Primary Care Trusts, strengthening Local Area
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Agreements and Local Strategic Partnerships and, hopefully, linking
up with the neighbourhood renewal agenda.

From 2007 councils’ performance will be assessed against the White
Paper’s seven outcomes — health, quality of life, choice, freedom from
discrimination, making a positive contribution, economic well-being
and dignity, as well as judgements on leadership and commissioning.
By 2009 joint outcomes for health and social care are proposed
with performance indicators changed to reflect these and separate
judgements for each client group (CSCI, 2006).

The White Paper recognised the important role of carers,
acknowledging that those with responsibilities of over 50 hours a
week are much more likely to be in poor health. Better support for
carers came third in the ‘people’s options’ at the national Citizens’
Summit (para 5.50). It therefore proposed to update and extend the
1999 Strategy for Carers, encourage councils and Primary Care Trusts
to nominate leads for carers’ services, establish an information service/
helpline for carers, ensure that short-term, home-based respite support
is established for emergency situations and allocate specific funding
for an Expert Carers Programme. The words are fine, but the reality
on the ground has been one of local authorities being forced into
cutting support to carers’ organisations as a direct result of enforced
economies.

Partnership working

Partnership working is clearly seen as crucial to achieving the goals
above.A consistent and central theme of New Labour’s modernisation
agenda, it has been given greater emphasis by the proposed shift to
community-based services with the key to its success dependent on
joint service and workforce planning. Developing team working
through the NHS Large-scale Workforce Change programme and the
Skills for Care New Types of Worker pilots is to be complemented
through the Partnership for Older People Projects (POPs), other well-
being pilots and multi-skilled teams (DH, 2006, paras 8.35-8.40).This
is matched by the further aim of professionals working to support
and empower people to make their own decisions wherever possible
(para 8.41).

While widely accepted as positive, the eftectiveness of partnership
working in terms of improved outcomes for users has still to be
demonstrated. Also, as Rummery (20006, p 300) has emphasised, there is
a danger that an emphasis on partnership ‘works against improvements
in involving citizens in meaningful ways..” and ‘... strengthens the
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role of agencies in a way that can disempower citizens and lead to
their social exclusion’. The tensions between partnership working
and service user empowerment have several sources. First, there is,
for example, an inherent difficulty where professionals must weigh a
citizen’s right to privacy against achieving effective, joined-up service
delivery. This is particularly the case in settings such as mental health
teams where one citizen may be perceived as posing risks to others
(6 et al, 2006). Second, there is also a danger that a focus on integrated
systems, such as hospital discharge procedures set up to avoid bed-
blocking, may actually lose sight of'a user’s particular needs.Third, with
user involvement much more extensively developed and incorporated
into professional training in social care rather than in health, problems
can arise between different models and ideologies of care. Ultimately,
however, the core problem is one of power imbalances between the
various partners involved. As we noted several years ago, ‘inclusive
partnerships can be developed, but only if fundamental inequalities
between “partners”, based on differences in income, culture, ethnicity,
disability, age, education and training and other factors, are recognised,
challenged and changed’ (Balloch and Taylor, 2001, p 288). Joining up
the care agenda with policies for local communities means, precisely,
taking this into account.

Funding

One of the major difficulties with both the Green Paper (DH, 2005)
and the White Paper (DH, 2006) was that they promised no extra
resources for care, rather a ‘shifting of resources’. Yet the care system
already operates on a minimalist basis, with strict eligibility and means-
tested rationing criteria operated by local authority adult social care
departments. At the time of writing some local authorities had begun
to restrict adult social services to people with ‘critical’ needs, due to
the pressures on resources from increased demand, NHS cuts and tight
government grants (Community Care,2006). Many view this situation
as grossly unfair, with a postcode lottery determining local authority
charges and individuals often being required to sell their homes to
afford residential care. It penalises, in particular, those just above the
income threshold for assistance.

With an ageing population there is inevitably mounting concern
over care costs. In 1999 the Royal Commission on Long Term Care
had concluded that current arrangements for continuing long-term
care were inadequate and recommended statutory funding not just for
health costs (difficult to obtain in any case) but also personal care costs.
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As noted earlier, only in Scotland was this recommendation accepted
— one of the reasons for including a separate chapter on Scotland in
this book (Chapter Three).

The way our social care system is funded, through a mix of social
security benefits and local authority expenditure, has changed little
since the end of the Second World War, with the exception of the
substantial increase in local authority charging systems. In 2005 Hirsch
quoted the main public resources spent on long-term care as shown
in Table 2.1.

This does not take account of the substantial sums spent on home
and residential/nursing care by private individuals for which there are
no satisfactory statistics.

Hirsch (2005) estimated that a current expenditure of £,14.2 billion
could quadruple by the middle of the 21st century. Similarly, the Wanless
(2006) review of social care estimated an increase to around £ 30 billion
by 2026. To cover this, Wanless recommends a partnership model,
rather than free personal care. In this Rawlsian model there would
be a free-of-charge minimum guaranteed amount of care, supporting
those on low incomes but guaranteeing everyone the basic minimum.
All would contribute amounts matched by the state up to an agreed
level, with people able to top up afterwards. This would do away with
means testing, leaving this to the benefits system, with social care
provision determined by need.While the system would cost more than
the present one, its advantage would lie in its universal and inclusive
character, mirroring that of health and education and recognising the
right to care as well as the importance of meeting needs.

Table 2.1: Costs of long-term care

£ billion
Attendance/Disability Allowance 6.7
Carers’ Allowance 1.1
Local authority spending (England) 57
NHS spending on continuing healthcare Not known
NHS spending on nursing care 0.7
Total 14.2

Source: Hirsch (2005, p 30)
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Conclusion

In reviewing the complex issues surrounding care, community and
citizenship, this chapter has identified positive developments such as the
move away from institutional care to home care, the development of
more integrated working between health and social care, the increasing
emphasis on independence, choice, rights and citizenship and the drive
to relate local services to local needs. It has also identified the welcome,
renewed emphasis in the Green and White Papers on strengthening
links between communities and social care.

But the picture is very mixed and the market in social care means
that there are not only winners but losers. The high costs of care require
rationing, with strict criteria to determine eligibility for statutory
services and limits on the extent of statutory support. In spite of the
move away from residential care towards more intensive home care,
there are many in need who cannot benefit from either. For older
people in particular, between residential and home care there are few
alternatives in terms of very sheltered housing. Informal carers carry
much of the burden of care and compensate for the lack of services,
as do voluntary and community groups.

The biggest problems will, of course, continue to arise in the poorest
communities where health inequalities and income difterentials are
greatest. That is why, if care in and by the community is finally to
become a reality, we need to see the above policies underwritten
by substantial funding. While the government’s vision of improved
independence and choice for all is widely acclaimed, the reality is that
this vision will be difficult to implement if the above issues are not
first addressed.
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THREE

Care, citizenship and community
in Scotland

Alison Petch

Community in its fullest sense is thus what is achieved
through social inclusion and social justice, including the
reduction of inequalities. (Stewart, 2004, p 145)

This chapter explores the extent to which policy and practice in
Scotland in the key areas of care, citizenship and community contrasts
with that presented for the rest of the UK. The extent to which
there is evidence for difference, both before and after devolution, is
examined. It is suggested that a succession of shifts can be identified:
from a privileging of community interests evident across social welfare,
housing and community regeneration to a greater emphasis currently
on partnership working, and from a concept of communal benefit to
individual personalisation.

Traditionally, social welfare practice in Scotland has been portrayed
as distinctive from that elsewhere in the UK. Section 12 of the 1968
Social Work (Scotland) Act is cited as placing a unique duty on every
local authority:

to promote social welfare by making advice, guidance and
assistance on such a scale as may be appropriate for their
area, and in that behalf make arrangements so to provide or
secure the provision of such facilities as they may consider
suitable and adequate.

There is a common perception that the community social work model
promoted within the Barclay Report (1982) and subsequent initiatives
(for example Hearn and Thomson, 1987; Darvill and Smale, 1990)
gained a stronger following in Scotland. It is difficult to assemble
definitive evidence on this argument but there have been well-
regarded and well-documented examples through the former National
Institute for Social Work of teams operating on this model (Crosbie
et al, 1987, 1989; Smale and Bennett, 1989). Certainly a period spent
with the Badenoch and Strathspey team in 1987 highlighted a way of
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working very much rooted in the local community. A more systematic
evaluation, of the Age Concern Aberdeen Informal Support and Care
Project, was reported by Gordon and Donald (1993) who considered
the effectiveness of weaving together informal and formal networks
in providing support for older people.

The features attributed to the community social work model can be
linked to other initiatives within social welfare and the social economy
in Scotland, which are characterised by a focus on community capital
and on participation by local stakeholders. The development of the
housing association movement in the west of Scotland during the 1970s
and 1980s (Burns et al, 2001) with its focus on tenant participation and
local regeneration strategies, for example the renewal of the Glasgow
East End through the GEAR Project, was very much of this ilk. Scottish
Oftice initiatives for housing renewal have also been predicated on
principles of resident involvement, for example transfer of stock to
community ownership schemes and the establishment of four Urban
Partnerships in the late 1980s, multi-agency projects to transform
run-down housing. The extent to which such developments engage
effectively with community interests has, of course, varied and has been
the focus for a raft of detailed studies. Kintrea (1996), for example, has
explored the extent to which the principle of resident involvement was
achieved in the oft-cited Ferguslie Park Urban Partnership (Paisley)
and in particular the role of FLAG, the Ferguslie League of Action
Groups, highlighting the potential for community participation to be
managed and incorporated.

Also focused in the west of Scotland, and particularly within the
former Strathclyde Region, has been the emphasis on social enterprise,
with a tradition of locally grown businesses fostered by groups such as
the WISE group and Community Enterprise. Most recently a number
of social firms have been established in Scotland, including Rolls on
Wheels and Six Mary’s Place guesthouse, part of Forth Sector, which
have had particular success. A number of Clubhouses, dedicated to the
integration of individuals with mental ill-health into the workplace
and the work-ordered day, have also flourished.

While each of these initiatives may on its own be modest, they
attain greater significance in the context of different trajectories in
the establishment of community-based provision (Hunter and Wistow,
1988) and when the relative balance across different providers north and
south of the Border is explored. For example, whereas 73% of home
care is delivered by the independent sector in England (September
2005), the comparative figure in Scotland is 30% (November 2005).
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These variations have been explored further elsewhere (Petch, 1999;
Curtice and Fraser, 2000).

Perhaps more telling, however, is the commentary presented by
Cheetham (2001). She describes her return to Scotland in 1986:

My strong impression, then and now, was of a greater
public ownership of welfare in Scotland than in England.
In middle class and professional circles you do not think
twice about owning up to being a social worker for fear of
a diatribe about delinquents, inadequate parents, neglectful
social workers and dependent scroungers. (Cheetham, 2001,
pp 625-6)

And she cites the first Scottish Minister for Health and Social Work
who declared that ‘welfare is part of the way Scotland does its business’.
It may be considered significant that the first piece of legislation to
be pursued by the Scottish Parliament was the 2000 Adults with
Incapacity Act, a challenge only now being addressed in England. It
should also not be forgotten that following the Kilbrandon Report
(1964), the responsibility for making decisions in respect of children and
young people within the juvenile justice system was placed on the lay
children’s hearings. This included the directive that selection for panel
membership should seek to identify individuals familiar with, indeed
representative of, the communities of origin of the children appearing
before the panel. There is a sense, therefore, of something that hints at
a Scottish difference, perhaps a legacy of a long tradition that can be
traced back to the Scottish Enlightenment. Stewart (2004) presents
an interesting exploration of this argument, focusing in particular on
health and on education.

The place of community

The Joseph Rowntree Foundation and the Scottish Executive funded an
important action research project designed to explore the contribution
of the community development approach to community care (Barr et al,
2001), which is of relevance to this debate on the role of communities
in care in Scotland. This built on an earlier research and training project
(Barr et al, 1997), which from a number of case studies had evidenced
the benefits:

* empowered user organisations;

¢ Dbetter services;
e increased user satisfaction;

43



Care, community and citizenship

* supportive communities; and
* community regeneration.

It also acknowledged earlier work by Barr (1995) on the complexity
of empowering communities. The key theme emerging from the
detailed activity in the four diverse communities in the second study
was the broadening of focus from community care to more generic
community involvement in response to the government’s agenda
of social inclusion and the call for local authorities to work with
communities in the provision of ‘joined-up solutions’ and community-
based regeneration.

From a community and service user perspective, issues
relating to community care services could not be
conveniently isolated from many others that determined
the quality of personal or community life. Exclusion was
a powerful common denominator between care users and
others in the community. Needs were consistently placed
in a context that connected them to wider community
concerns related, for example, to transport, safety, planning,
leisure opportunities, accessible services or responsive
governance. (Barr et al, 2001, p 5)

It should be noted that one of these projects focused on the involvement
of users and carers from black and ethnic minority communities in
Glasgow. Bowes and Sim (1997) argue that minority ethnic groups
have been badly served by support services in Scotland; however, the
comparative status of such assertions across different countries can be
difficult to evidence.

A force in Scotland since the mid-1990s has been the development of
local community care forums and their overarching body, the Scottish
Community Care Forum. The particular focus of these forums has
been the involvement of service users and carers in the process of
community care planning and delivery. The forums in Borders and
Highland have been particularly vigorous, the latter, for example,
spawning the Highland Users Group, a highly effective voice for mental
health service users. It is perhaps not entirely fanciful to consider such
user-led initiatives, and indeed the increasing voice of the disability
movement more generally, as a natural successor to the tenants’ groups
and community action groups of the earlier decades. The emergent
rhetoric, however, is very much one of partnership, with this the mantra
of the modernising adult social care agenda — partnership between
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social care and health, between professional and user, between formal
and informal carer.

Aspirations for community involvement in planning structures
have been evident in particular since the requirement for community
care plans was introduced in the 1990 NHS and Community Care
(Scotland) Act and, more recently, the establishment of a structure for
community planning. A Green Paper in 2000, A Power of Community
Initiative (Scottish Executive, 2000), recommended a general power of
‘community initiative’ and this was translated through the 2003 Local
Government in Scotland Act.This introduced a statutory requirement
on local authorities to engage in community planning with a range of
bodies (police authorities, health boards, Scottish Enterprise, Highlands
and Islands Enterprise, the Strathclyde Passenger Transport Authority
and the fire boards), with the driver a holistic approach to the social,
economic and environmental needs of an area and its communities. In
particular, community planning was promoted as a means of ensuring
a long-term commitment to effective partnership working with
communities, and between local authorities and other key agencies,
in order to promote the well-being of the community. Interestingly,
‘communities of interest’ as well as communities of place were specified
as of relevance. A number of commentators have explored the extent
to which community planning appears to be delivering on its goals
(Stevenson, 2002; Audit Scotland, 2006), while Dewar et al (2004) have
sought to translate more general wisdom on the involvement of older
people into the specifics of community planning. Most recently this
transformation of community engagement into formalised structures
has been further centralised with the development of National
Standards for Community Engagement through Communities Scotland

(2005).

Policy divergence

The creation of the devolved Scottish Parliament has, of course,
presented the opportunity for more overt differentiation of policy. The
extent to which policy divergence is evident has been a natural focus
for commentary (Paterson et al, 2001; Curtice et al, 2002; Parry, 2002;
Bromley et al, 2003), whether Scotland is indeed ‘a land of milk and
honey’ (Mooney and Poole, 2004). Mooney and Poole suggest that
there have always been claims to Scottish distinctiveness based on four
interrelated elements: institutional differences in how social welfare
is organised and delivered; distinctive policy and implementation on
a number of issues; a more discursive approach to social welfare; and
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a greater commitment to social democracy. These authors, however,
question whether such variation has necessarily led to different
outcomes, highlight the variation in interests and priorities within the
country, and conclude that there may not (yet) be the distinctiveness
post devolution that some perceive. Inevitably, there is a degree of
relativity and selective emphasis in such debates. For the current context,
however, two specific initiatives can be highlighted, the contribution
of unpaid carers and the implementation of free personal care for
older people.

The role of the unpaid carer

Carers Scotland and others concerned with the role and status of
informal care have seized the opportunity of Scottish legislation to
promote a distinctive identity for the unpaid carer. In 1999 a Strategy
for Carers in Scotland was published (Scottish Executive, 1999), similar
to the parallel strategies in England and in Wales, and in 2000 a Carers
Legislation Working Group was established. The recommendations
from the Group (Scottish Executive, 2001) included a number of key
elements:

e The NHS, local authorities and others should regard carers as key
partners in providing care.

* Support provided to carers in their caring role should not be regarded
as services to clients but as resources to assist them in this role as
partners in the provision of care.

e Carers should not be required to contribute to the cost of support
or other resources that help them to continue caring.

* Local authorities should be required to provide information to carers
about their rights and available support.

Similar to the 2000 Carers and Disabled Children Act in England,
the 2002 Community Care and Health (Scotland) Act provided the
legal right to a direct assessment as a carer, independent of whether
the cared-for person is being assessed. The distinctive perspective in
Scotland was the status of co-provider and co-producer of outcomes,
one of the agencies providing support rather than themselves a care
recipient. The minister at the time endorsed the underlying philosophy:
‘I have made clear the Executive’s full support for the principle of carers
as partners in providing care. That means carers of all ages’ (Malcolm
Chisholm, Minister for Health and Community Care, 28 November
2001, Official Report, col 4268).
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Most recently, Care 21 (2006) has published a major report on
the future of unpaid care in Scotland. It concludes that ‘recognition,
partnership and joint working with carers currently remains more
integrated in Scottish social policy’ (p 43). Based on a framework of
human rights and incorporating a number of research strands reported
in a series of appendices, the report identifies two core principles and
makes 22 recommendations.The core principles are greater recognition
and respect for unpaid carers as key partners and providers of care, and
the development of a rights-based approach to services for unpaid
carers. In its response to the report, the Scottish Executive (2006b)
identifies four priority areas for the immediate future: young carers,
respite, health of carers and carer training. These will be revisited in
2008.With regard to respite, the Executive refused to adopt the report’s
recommendation of a statutory minimum entitlement, although was
prepared to reconsider in the future. NHS boards are to develop local
carers’ information strategies to identify carers, inform them of their
rights to support, and ensure they receive information and support.
Carers Scotland is to be funded to provide a new training programme
designed to develop the ‘expert carer’.

Free personal care for older people

For many, the decision of the Scottish Parliament to implement free
personal care for older people on the basis of assessed need was a
sudden alert to the potentially divergent futures for social welfare
(Marnoch, 2003). Fair Care for Older People, the report of the Care
Development Group (2001) charged with detailing the implementation
of free personal care, sought to take a holistic approach to the directive,
building the community capacity to support older people in their own
homes and seeking to shift further the balance of care towards non-
institutional support. Despite media carping and some uncertainties
around definition, the implementation of free personal care to date
has generally been deemed a success (Bell and Bowes, 2006; Bell et al,
2006). In particular, a concern (in respect of financial estimates) that
it might lead to a reduction in unpaid care, with substitution between
formal and informal care, has not materialised, while older people with
dementia have gained particular benefit.

The Scottish Executive (2006¢) has published statistics on the first
three years of free personal care. The numbers receiving free personal
care rose from 24,200 in July 2002 to 40,900 at September 2005. In July
2002, 45% of home care clients received personal care; by 2005 it had
risen to 68%. The proportion of self-funding residents in care homes
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rose from 23% in 2002-03 to 27% in 2004-05.In terms of expenditure
in care homes on free personal care, for the first nine months, July 2002
to March 2003, this was £42 million, rising to £63 million for the
12 months of 2003-04 and /65 million for the 12 months of 2004-
05. The equivalent figures for free nursing care were /12 million,
L£18 million and £19 million. For free personal care at home,
expenditure figures rose from /69 million (over the first nine months)
to £136 million (for the 12 months of 2004-05), but not all of this is
new expenditure.

Haynes et al (2006) in a recent analysis of Census data have shown
that Scotland was the only area of the UK in which the number of care
homes increased between 1991 and 2001. Care home numbers were
up by 11%, compared to a decline of 11% in England, while resident
numbers rose by 21% (=13% in England). Much of the explanation
for these figures lies in a time lag in the transfer from the former
NHS ‘geriatric beds’ to nursing home provision. Subsequent statistics
(Scottish Executive, 2006d) show that between 2000 and 2005 the
number of care homes has again declined by 11% (1,684 to 1,504) and
the number of residents (of all ages) from 40,332 to 38,433.

The Health Committee of the Scottish Parliament selected free
personal care as the focus for its Care Inquiry. Its report (Scottish
Parliament, 2006) was published as concerns emerged that half of the
local authorities were placing individuals assessed as eligible for free
personal care on a waiting list, and there was confusion stemming
from the original guidance over eligibility around meal preparation.
Nonetheless, the Inquiry concluded that ‘the policy of free personal care
for the elderly introduced by the Community Care and Health Act has
been a success, and has been widely welcomed’ (Scottish Parliament,
2006, p 1). In particular it has, in the main, been introduced swiftly and
comprehensively, provided greater security and dignity, allowed people
to be cared for more readily at home, reduced delayed discharges and
largely ended disputes between local authorities and health boards over
the care of older people. Areas that need to be addressed include increases
for inflation, loopholes that can be used to ‘ration’ free personal care and
delays in assessment. It is recommended that the Executive undertake a
review of resources, including whether extension of free personal care
to those under the age of 65 can be financially sustained.

Usetul evidence relevant to both the above initiatives can be found
in the annual Scottish Social Attitudes surveys, which have sought since
1999 to capture attitudes within Scotland on a range of diverse issues
with, for a number of key areas, the opportunity for comparison with
similar questions asked in England through the British Social Attitudes
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series. Curtice and Petch (2002) report on the use of four vignettes
to explore the question ‘does the community care?’. Responses from
a sample of 1,605 suggested variations in who people thought should
live in community settings (defined as own home, with family or in
supported housing) and who people would feel comfortable having
as neighbours. For example, three quarters felt that the frail older
person should live in the community and would be comfortable with
them living next door. Almost three quarters also considered that the
person with mental illness should live in the community but less than
half said they would be happy with them being next door, and while
the vast majority chose a community setting for the person with a
learning disability, only three in five would want them next door.
For the person with dementia, fewer than three in five thought they
should live in the community and only just over two in five would
be comfortable with them as a neighbour. Interestingly, there were no
gender differences (the vignettes were presented alternatively as male
and female) save for women being more wary of a man with mental
ill-health living next door.

The same survey also explored ‘who should provide care’ and ‘who
should pay for care’. In terms of formal versus informal care, formal
provision was the preferred model for the person with mental ill-health
(74% of respondents) whereas the pattern was reversed for the person
with a learning disability. Believing that an individual should live in
the community did not necessarily equate, however, with informal
care: half of those who felt that the frail older person should live at
home considered their care was best provided by a formal carer. There
was a clear belief in a government responsibility for meeting care
costs, irrespective of individual means (62% for the individual with
a learning disability to 72% for the person with mental ill-health).
What is interesting, however, is that the attitudes on this issue may be
very similar north and south of the border. In response to a simple
choice in meeting care home costs for older people between ‘mainly
the government’ and ‘mainly a person themselves and their family’ the
88% in Scotland opting for the government was almost matched by
the 86% in England. The conclusion is that although the adoption of
free personal care in Scotland accords with the wishes of the Scottish
population, the belief'in a state responsibility is by no means unique to
Scotland. Further analysis suggests that there is not a simple equation
between those who believe individuals should live in the community
and those who support government funding; rather (based on a
liberal-authoritarian scale adopted for the study) government funding
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is associated with a more left-wing outlook while supporting more
people in the community equates with a more liberal position.

Current developments

There have been two recent developments of particular interest to the
discussion of this chapter. The first is the development of Community
Health Partnerships. The second is the year-long exploration of the role
of social work triggered by events in the Borders whereby a woman
with learning disabilities had experienced long-term abuse.

Community Health Partnerships

Community Health Partnerships (CHPs) were first proposed in the
2003 White Paper Partnership for Care (Scottish Executive, 2003) and,
tollowing extensive consultation, given their statutory basis in the 2004
NHS Reform (Scotland) Act and the associated guidance. They built on
the earlier Local Health Care Cooperatives but are charged in particular
with providing the bridge between primary and secondary care and
between health and social care, working in partnership to support the
improvement of the health of local communities. They follow the
service redesign of 2004 whereby NHS boards and trusts were unified
into single bodies. The White Paper detailed that CHPs should:

* ensure that patients, carers and the full range of healthcare
professionals are involved;

* establish a substantive partnership with local authority services (for
example, social work, housing, education and regeneration);

* have greater responsibility and influence in the development of
health board resources;

* play a central role in service redesign locally;

e focus on integrating primary and specialist health services at a local
level;

* play a pivotal role in delivering health improvement.

The aspiration is to deliver on the key aims:

e delivering services more innovatively and effectively by bringing
together those who deliver health and social care;

* improving the health of local communities, tackling inequalities and
promoting policies that address poverty and deprivation by working
within the community planning framework;
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* securing effective public, patient and carer involvement by building
on existing, or developing new, mechanisms.

Delivery should be manifest in better outcomes for individuals, with
the CHPs expected to contribute, for example, to a reduction in
waiting times for assessment, diagnosis, treatment and care, a reduction
in the number of emergency admissions through better chronic disease
management, a reduction in delayed discharges, and improved access
to services through co-location and joint service provision.

Echoing earlier themes, each CHP is charged with developing a Public
Partnership Forum as the mechanism for maintaining ‘an effective and
formal dialogue with their local communities’. The Forum should make
people aware of what it is responsible for, engage service users, carers and
the public in how to improve health services, and support wider public
involvement in planning and decision making through engagement
with consultation structures. There has been much debate as to the
preferred models for developing these Forums, particularly around
the merits of ‘virtual groupings’, drawing on existing mechanisms for
community engagement. Many at the consultation stage were wary
of proposals that did not include definitive arrangements for face-to-
face meeting, concerned that public participation would become an
administrative exercise.

A new Scottish Health Council (replacing former local health
councils) is charged with providing quality assurance as to whether
CHPs are effectively involving the public through the Public
Partnership Forums. Concerns have been expressed, however, as to
the independence and status of this structure and about the lack of
provision for advocacy within its remit. The Community Care Forums
in particular considered the imposition of the Public Partnership
Forums to be an unnecessary duplication of their role but in a form
that increased statutory control and reduced local accountability and
user and carer direction.

21st Century Social Work Review

The second trigger is the 21st Century Social Work R eview, the report
of which, Changing Lives (Scottish Executive, 2006a), was published after
a 12-month period of consultation and examination. A parallel exercise
is currently being conducted in England — Options for Excellence
— and the Scottish report may well preface elements that emerge
from this appraisal. Peppered throughout the report are references to
personalisation, a drive to ensure that services assist people to meet
their needs and achieve their goals on an individualised basis.
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Personalisation puts the person at the centre as a participant
in shaping the services they get, and allows them to work
with professionals and their carers to manage risk and
resources. (Scottish Executive, 2006b, p 32)

Leadbetter and Lownsbrough (2005, p 4) from Demos develop the
argument further:

Social care in Scotland should be organised around the idea
of personalisation: people as active participants in shaping,
creating and delivering their care,in conjunction with their
paid and unpaid carers, so that it meets their distinctive
needs and their hopes for themselves.

Moreover in arguing for a greater capacity for community-based care
and in promoting recuperative care programmes, they conclude that
‘the line between preventive social work and community development
is very thin’ (p 27).

Personalised services should be characterised by a greater focus
on prevention; partnership across service providers in the public,
voluntary and private sectors; flexible service delivery; more empowered
users of services; and increased community capacity. Five specific
recommendations designed to promote such personalisation are

highlighted:

* Social work services must be designed and delivered around the
needs of people who use services, their carers and communities.

e Social work services must build individual, family and community
capacity to meet their own needs.

» Social work services must play a full and active part in a public
sector-wide approach to prevention and earlier intervention.

* Social work services must become an integral part of a whole public
sector approach to supporting vulnerable people and promoting
social well-being.

» Social work services must recognise and effectively manage the
mixed economy of care in the delivery of services.

The second of these recommendations is of particular relevance to
the current context. The need to develop community capacity and to
increase the role of social work services in building the social economy
is detailed. Reference is made to the need to transform the traditionally
discrete activity of community social work.
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A new approach is now needed, which positions social
work services at the heart of communities delivering a
combination of individual and community based work
alongside education, housing, health and police services.
(Leadbetter and Lownsbrough, 2005, p 38)

An initiative by the organisation Communities that Care, which focuses
on community capacity building, is cited. For Leith, in Edinburgh, an
action plan to respond to poor parental supervision and discipline was
developed with workers trained to deliver a responsive programme
designed to build resilience. A second example is the implementation
of Local Area Coordination for people with learning disabilities, a
model originally developed in Australia where it provided shopfront
access to advice and support and facilitated the development of both
formal and informal support networks.

It is appropriate to characterise current activity around care and
communities in Scotland by variants around coordination, collaboration
and partnership between different stakeholders and actors within the
process. Partnership working in Scotland received particular impetus
from Community Care: A Joint Future, a report of the Joint Future
Group (2000), and a strong central directive with a joint performance
assessment framework now propels a programme of joint working
between health and social care. In respect of community regeneration
and social justice the emphasis is targeted on partnerships with
community members, although in health and social care also the
role of the user in the co-production of welfare is gathering pace. A
preliminary conclusion might be that while the strong tradition of
community participation evident in the 1980s has been replaced by
both more formalised and more individualised structures, a strong lead
has been taken in terms of a partnership agenda.

Capturing the Scottish perspective on care, citizenship and
community has a sense of casting around with a butterfly net, seeking
to isolate and to pin down specific evidence for difference. Looked at
individually, many of the elements cited above could easily slip away
out of the net; taken together, however, they start to define a perspective
that does indeed allow us to maintain a Scottish identity.

In a review in the Journal of Social Policy of a recent volume edited
by Ermisch and Wright, Changing Scotland: Evidence from the British
Household Panel Survey (Bristol, The Policy Press, 2005), Sinclair (2006,
p 331) suggests that ‘some of the most significant policies “changing
Scotland” since devolution have taken place in the processes of
government and the institutional landscape rather than in people’s lives
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and values’. There may be marginal differences in demography or in
public opinions and preferences, but perhaps what is reflected is a desire
for a distinct Scottish identity, a need for a sense of community that can
be manifest in a series of symbols and artefacts to which individuals
can express their allegiance. In this context, what may be interesting
to observe is whether, as the personalisation agenda advances, the
collective agenda is nonetheless maintained.
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Participation, citizenship and
a feminist ethic of care

Marian Barnes

Introduction

This chapter proposes a way of thinking about care as a value relevant
to contemporary concerns about the way in which we live together
and decide together: concerns that are variously conceptualised within
policy discourse by reference to community cohesion,social inclusion,
community involvement and civil renewal. A particular aim is to ofter
a critique of policy discourses of civil renewal from an ethic of care
perspective. Civil renewal, as elaborated in Home Oftice publications
(particularly those written by David Blunkett when he was Home
Secretary), promotes normative notions of the responsibilities of
citizenship. Citizens are exhorted to become involved in voluntary
action or participatory projects in order to enhance community
cohesion and promote the general social good. I want to contrast
the way in which responsible citizenship is conceptualised within
this discourse with how people speak about their motivations for
involvement in groups of service users and citizens seeking to bring
about policies capable of achieving social justice for marginalised or
disadvantaged groups.

In order to make this comparison I draw on feminist writing on an
ethic of care. My argument is that ‘care’ is usually absent from official
discourses of citizenship, participation and civil renewal (see also
Balloch, Chapter Two, and Quilgars, Chapter Ten) and, indeed, has also
become devalued in the context of those policy areas with which it has
been more strongly associated — community or social care. We need to
understand why this devaluing has taken place in the context of policies
ostensibly and explicitly focused on ‘care’ and why the notion of care
is seen as a somewhat irrelevant if not embarrassing value to appeal
to in the context of broader policies concerned with social inclusion
and community engagement.

59



Care, community and citizenship

The problem with care

Community care discourse has been profoundly influenced by
collective action among those who use social care services (for example,
Barnes, 1997; Barnes and Bowl, 2001).The disabled people’s movement
has had considerable success in gaining recognition of disability as
a rights issue (see Campbell and Oliver, 1996). Access to physical
environments, to education with non-disabled peers rather than in
‘special’ environments, to paid work and the capacity to travel within
and between social spaces are all seen to have nothing to do with
‘care’, but to embody everyday human and civil rights. The personal
support necessary to enable disabled people to take up such rights has
been reconstructed as ‘personal assistance’ or ‘help’ (Shakespeare, 2000),
as a result of a rejection of the assumed passivity implied by defining
such support within a framework of ‘care’. Thus, it is not the personal
support per se that is rejected, but the notion that the need for such
support renders disabled people passive recipients, dependent on care
givers. Hence the successful campaign for personal assistance to be
available through an employer—employee relationship via the provision
of direct payments.

Contemporary with the growth of user movements and the
increasing recognition of the agency of those often regarded as lacking
capacity for self-determination has been similar action among those
who have claimed the identity of ‘carers’. One consequence of this
has been a tension between claims based precisely in the significance
of ‘care’ and those which reject this as the basis on which support
services should be designed. When translated into notions of ‘rights’,
practitioners have been faced with balancing competing rights claims,
and policies have assumed that it is possible to distinguish those who
are ‘carers’ and those who are ‘users’. The identities of ‘care giver’ and
‘care receiver’ are seen to describe distinct groups of people. Perhaps
more fundamentally, care itself has become associated with the notion
that the world divides into two sets of people: those who are needy
and dependent on the good oftices of others for their capacity to
function on a daily basis, and those who are independent, autonomous
and have no need for care. This ignores the fact that the necessity for
care is part of the human condition: at different times of life and in
different circumstances our needs to receive care are greater (when
we are babies, when we are ill, for example) but interdependence is a
much more accurate reflection of the human condition throughout
the lifespan than is independence.
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Feminists have argued that the devaluing of care within the disabled
people’s movement is associated with a masculinist and materialist
prioritisation of individual autonomy at the expense of the relational
aspects of both personal and social lives (Hughes et al, 2005). Elsewhere
I have argued that a focus on disability as a civil rights issue has
contributed to a decoupling of notions of care and justice that are
enmeshed in practice within caring relationships (Barnes, 2006). The
adoption of an empowerment discourse within social care is intended
to challenge the way in which care has come to be associated with
confinement, disempowerment and passivity.

Care is also highly gendered. Care is primarily understood as
something that takes place almost exclusively within the private sphere,
the sphere in which women’s lives are lived and which has little to do
with the public sphere in which people enact the duties as well as claim
the rights of citizenship.The help that disabled people and non-disabled
people need in the privacy of their own homes is to prepare them to
take part in the public domain where status and value are accorded.
There is little intrinsic value accorded to the provision of such support
in its own right. The work of care, the washing, dressing, dealing with
personal and domestic dirt and damage, is work undertaken primarily
by those who are of low social status — women, minority ethnic groups,
migrants (for example Ehrenreich and Hochschild, 2002). It is poorly
rewarded financially and carried out by those who often have little
security or power in relation to employment conditions. This both
reflects and reinforces the low value accorded to care:

[T]he disdain of ‘others’ who do caring (women, slaves,
servants) has been virulent in our culture. This dismissal
is inextricably bound up with an attempt to deny the
importance of care. Those who are powerful are unwilling
to admit their dependence upon those who care for them.
To treat care as shabby and unimportant helps to maintain
the positions of the powerful vis-a-vis those who do care
for them. (Tronto, 1993, p 174)

An alternative perspective

As well as claiming recognition for the significance of the care work
undertaken, both unpaid by family members and poorly paid by care
workers (see Finch and Groves, 1983), feminist scholars have challenged
the notion that care has a lesser value than notions such as rights or
justice in the context of social relations. Indeed, many have argued
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that justice cannot be achieved without care (Sevenhuijsen, 1998;
Kittay, 1999). In this chapter I am drawing primarily on the work of
Joan Tronto (1993) and Selma Sevenhuijsen (1998, 2000), who have
developed an analysis of an ethic of care that promotes care as a political
value as well as one that concerns interdependencies between people
in their private lives. This perspective challenges the notion of care as
a natural expression of women’s capabilities, as well as the idea that it
is only some people who need care. It argues the necessity of social
policies based in an ethic of care as well as offering a framework within
which ethical practice can be developed (see Brannelly, Chapter Six).
Sevenhuijsen in particular has developed an analysis — Trace — to be
used to interrogate social policies from the perspective of ethic of care
principles (Sevenhuijsen, 2003). Here I adopt a similar approach to an
analysis of policies relating to civil renewal and also to understanding
the motivations of those who engage in collective organisation and
action among citizens, including disabled people, mental health service
users and carers. But first, what is an ethic of care?

A feminist ethic of care

A feminist ethic of care is based in the definition of care offered by
Tronto and Fisher:

On the most general level we suggest that caring can be
viewed as a species activity that includes everything we
do to maintain, continue and repair our ‘world’ so that we
can live in it as well as possible. That world includes our
bodies, ourselves and our environment, all of which we seek
to interweave in a complex, life-sustaining web. (Cited in
Tronto, 1993, p 103)

Thus, care includes both self-care and care for others; it does not
oppose dependence and independence but recognises that we are all
givers and receivers of care at some points in our lives; it is not linked
to gender or ‘women’s work’; it acknowledges bodily, spiritual and
material aspects of life, the perspectives both of care givers and care
receivers, the existence of power and conflict within care, and the
moral dimension of care.

Care as a practice recognises the messy moral dilemmas that can
only be resolved through moral deliberation; ‘muddling through’ in
particular contexts, rather than by reference to a formal statement of
ethical principles intended to guide action in all circumstances. Thus,
caring practices are constructed within relationships through processes
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of narrative that generate understandings of how the moral principles
of care need to be applied within these particular contexts (see Barnes,
2006, for a detailed consideration of this in the context of relationships
between family care givers and care receivers).

A caring orientation is acquired through engaging in caring
practices and reflecting and debating the values and virtues necessary
for care. In the public sphere, care as a democratic practice requires
the potential for decision-making roles and positions to be open to
diverse participants.

Tronto outlined four moral principles of care:

* attentiveness: to recognise and be attentive to others;

¢ responsibility: to take responsibility for action;

* competence: caring work should be competently performed;

e responsiveness: consider the position of the care receiver from their
perspective — it is only possible to know if caring needs have been
met by focusing on the experience of receiving care.

Sevenhuijsen added a fifth principle: ‘trust’. She argues that trust is
always interwoven with power and responsibility and that a willingness
to use power in a positive and creative manner is a necessary aspect of
care. She sums up as follows:

The guiding thought of the ethic of care is that people need
each other in order to lead a good life and that they can
only exist as individuals through and via caring relationships
with others. (2003, p 183)

Following this very brief discussion I will apply this perspective to
an analysis of official discourses and lay accounts of motivations for
public participation.

Civil renewal and social cohesion

New Labour government policy on civil renewal, social cohesion and
inclusion and community engagement might be considered consistent
with Sevenhuijsen’s summary of an ethic of care, because of its emphasis
on improving social relationships as a basis from which to achieve social
well-being. But I want to suggest that in fact care is largely absent from
official policy discourses on such issues. I take as my example policy
relating to civil renewal. This originated from within the Home Office
when David Blunkett was Secretary of State. Following a reorganisation
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within government in 2006 the Civil Renewal Unit was transferred
to the Department for Communities & Local Government.

The focus of the civil renewal agenda is on creating better, more
active citizens, and stronger, more cohesive communities:

There are three ingredients to civil renewal:

* Active citizens: people with the motivation, skills and
confidence to speak up for their communities and say
what improvements are needed

+ Strengthened communities: community groups with
the capability and resources to bring people together to
work out shared solutions

* Partnership with public bodies: public bodies willing
and able to work as partners with local people. (http://
communities.gov.uk/index.asp?id=1502436)

The philosophical basis for civil renewal was explored in two key
papers written by David Blunkett (2003a, 2003b). These express an
explicit moral discourse that asserts communitarian values of mutuality,
solidarity and common purpose, rather than individualist libertarian
values. Blunkett’s perspectives on community clearly emanate from
Home Office concerns with public order and he identified ‘the very
basic issues of community life” as ‘crime, security, civility and decency’
(2003a, p 13). Thus, building community cohesion is seen as closely
linked with public order (Home Oftfice, undated). Asking the question
“What is community for?’, Blunkett replied:

We rely on the local community for precisely those things
that I have argued the progressive tradition has struggled
with — basic social order; decent behaviour; the socialisation
of the young into community norms. These are the
things that have come most ‘unstuck’ in disadvantaged
communities, whilst those who can afford it buy their way
out of collective solutions in gated estates patrolled by
private guards. (Blunkett, 2003a, p 14)

The concepts evoked are order, civility, duty and obligation. There is no
reference to the relevance of care in this context, no specific indication
of the importance of attentiveness to others, nor recognition of the
vulnerabilities that mean that most people at some time in their lives
require help from others in relationships of unequal power. Indeed,
Blunkett argued:
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Political theorists in the tradition I have drawn on in this
text have argued that a citizen cannot truly be an equal
member of the community if he or she is reduced to a
state of permanent dependency on the support of others.
(Blunkett, 2003a, p 16)

Dependency is understood to refer to financial dependency and is
used to argue the importance of individual asset ownership. But the
underlying message is a familiar one in positing a binary distinction
between dependence (bad) and independence (good), without
acknowledging the essential interdependence of all. A condition of
dependence per se excludes the possibility of citizenship.

Responsibility is key to the conceptualisation of citizenship:‘The ethos
here is one of something for something — of rights and responsibilities
going hand in hand’ (Blunkett, 2003b, p 2). R esponsibility is treated both
normatively and abstractly as a requirement to conform to obligations
defined by reference to the common good. Responsibility is also key
to the ethic of care — but here the way in which this is conceptualised
1s very different. Tronto and Sevenhuijsen argue that responsibility
to act is embedded in a set of implicit cultural practices, rather than
existing as a set of formal rules to be followed. Both distinguish duty
from responsibility. A relational ontology recognises that individuals
can only exist because they are members of networks of care and
responsibility and this has implications for the way in which we think
about our obligations to others: ‘the moral subject in the discourse of
care always already lives in a network of relationships in which s/he
has to find balances between difterent forms of responsibility (for the
self, for others and for the relationships between them)’ (Sevenhuijsen,
2000, p 10).This implies that the practical expression of responsibility
for oneself and for those within one’s immediate personal and social
networks are necessary and legitimate foci for action to contribute to
the civility at the heart of a cohesive society. Negotiating how such
responsibilities are expressed within particular interpersonal, social and
cultural contexts itself contributes to the development of the moral
awareness necessary for care.

The civil renewal agenda argues that active citizens need to
be developed who have the skills and motivations to take part in
community activities for the benefit of the community as a whole,
rather than for their sole personal benefit, or that of their families. It is
based in the civic republican tradition that identifies the public realm as
the ‘locus for the highest achievements of the community’ (Blunkett,
2003a, p 4).This perspective is echoed in that of political scientists who
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explicitly exclude care provided for family members from citizenship
activity, because citizenship is defined as something that happens in the
public rather than the private sphere. The sense of ‘common purpose’
(Blunkett, 2003b, p 8) that is evoked is seen as a necessary response to
the potential dangers of fragmentation in a culturally diverse society.
But by ignoring the private sphere, or by implying that action focused
on ensuring the well-being of family members is excluded from a
notion of what is required to achieve ‘civil renewal’, this perspective
relegates concern with and action to support vulnerable members of
the community to a marginalised and often stigmatised set of practices
that have no relevance to the grand social objectives of community
cohesion, equality and social justice.

In the civil renewal discourse, the public are citizens who need to
be encouraged and supported to become actively engaged in shaping
public affairs. They need to be educated in civic virtues, ready to take
on the obligations citizenship requires through a direct contribution
to the collective political community. The assumption is that there is
an absence or insufficiency of such virtues and it is this that creates
the need for ‘renewal’.

While one objective of active citizenship is social justice (Blunkett,
2003b, p 9), the meaning of this is not elaborated and it appears to
exclude those on the wrong end of inequality by virtue of their need
for care. Eva Kittay (1999) refers to this as the ‘dependency critique’
of equality. While I am uncomfortable with her use of the term
‘dependants’to describe disabled people and others in need of care, her
deliberate strategy of assessing notions of equality and justice against the
circumstances of those who cannot live their lives without substantial
personal and other support is an important challenge to those who
approach issues of citizenship and justice without being attentive to
the circumstances of those who are most vulnerable.

At the same time, the civil renewal agenda appears to assume that
disabled people, older people and children, people who might most
readily be identified as recipients of care, are unlikely to feature as
active citizens. The image of active citizens on the front of Blunkett’s
pamphlet on civil renewal includes no visibly disabled people, older
people or children. There is no reference to the action of disabled
people’s organisations, organisations of mental health service users or
other user groups not only in advocating and supporting their members,
but also in challenging assumptions about what it is to be disabled,
old or to live with a mental health problem, therefore challenging the
stigmatising and excluding attitudes and assumptions that create social
divisions.
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In summary, an analysis of the civil renewal discourse from an ethic
of care perspective identifies the following problems:

* [t discounts action within the private sphere, when much of the
action to support more vulnerable citizens and to challenge their
exclusion takes place there.

* It works with an abstract concept of responsibility, rather than
recognising the way in which people experience and express their
responsibilities within particular socio-cultural contexts.

It posits a binary distinction between dependence and independence,
rather than recognising that we are all interdependent and all have
needs to receive care.

* By implication, older and disabled people are viewed as recipients
of action through which other people demonstrate their citizenship,
rather than active agents contributing to social justice and challenging
divisiveness.

Motivations and commitments within community
and user groups

In contrast to this perspective we can consider how issues relating to
community engagement and its purposes are seen by those engaged
in user and community groups. I draw here on research into public
participation across a range of policy areas (Barnes et al, 2007), plus
other as yet unpublished work that involved interviews with participants
in a mental health advocacy group. It is possible to identify a number
of different types of commitments that motivate people to take part
in such activity and which suggest how ‘responsibility’ is conceived
by citizen participants.

For some, the commitment is to the area in which they live or work.
For example, young people involved in a Single R egeneration Budget
initiative in an inner-city area with high levels of deprivation saw this as
an opportunity to improve the area in which they lived and in which
they assumed their children would live:

‘T was brought up in [locality] and have been in [locality] for
the last 25 years. I don’t see myself moving out so obviously
I will probably get married in the next couple of years. |
don’t want my kids to grow up in an area where I know
every corner they turn there is going to be a drug dealer or
a really deprived area. If we can change that now, hopefully
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when my kids grow up, my family, my friends, they won’t
have much to worry about’

Religious commitments providing a value base leading to social
action were evident among people involved in a range of participatory
initiatives. The following quote is from a man involved in an older
people’s group in response to a question asking him to describe

himself:

‘I think trying to be tolerant, trying to understand the other
person’s point of view, trying to serve, give the benefits of
a fairly wide experience in industry and church for that
matter. I think that’s another thing, bringing something
of one’s church ... I think it’s caring. It’s certainly not a
preaching role. It’s ... you come to be in a way automatically
caring.’

Commitments to a specific cause often derived from negative personal
experiences which resulted in a desire to improve things for others.
In the following example a man involved in a community group
campaigning for a Healthy Living Centre talked about his commitment
to the cause of health and healthcare:

‘Our area where I live is the highest cancer rate in the
country ... I have been concerned quite a long time,
basically because my family were heavily destroyed by ill-
health. Cancers and things. And it always used to fascinate
me that a person dying of cancer could go into the likes of
the [X] Hospital, and they would be waiting hours just to
get a bed.... One particular time with my aunt I became
very angry because I was there with her for 14 hours when
she broke her hip. And the woman at the time was 76 years
of age and we were kept on a trolley in a passageway for
14 hours

Some participants explicitly located their motivations in the context
of representing ‘a people’. For example, a Yemeni man involved in a
Senior Citizens’ Forum saw his role as ensuring that the voices and
experiences of the Yemeni population were heard to improve the lives
of older people. A similar perspective was oftered by a Nigerian man
involved in a social services user group:

‘There are a lot of black, old black, people here that have
worked all their life in this country, you see, And now so,
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there are problems with things like language and because
they can’t translate, they don’t know what is going on.

A lifelong commitment to causes linked to social justice was evident
among participants engaged in locality-, issue- and identity-based
action. Such people had often been involved in party politics, trades
unions, peace campaigns, women’s and community groups. In the words
of one woman involved in an older people’s group:

‘I have — I don’t know about all my life, but quite a lot of
my life felt that things have to be addressed if they’re not
right. If something’s not fair you have to do something
about it.

For others, commitments originated in experiences of difference,
exclusion or disadvantage. Such experiences included living in poverty,
disability, care giving and differences relating to sexuality, gender or
ethnicity. Involvement was a way of giving voice to such experiences
and to achieve change, if not for themselves then for others in similar
circumstances. A woman involved in a mental health advocacy group
spoke both of her satisfactions in being able to achieve changes for
others, and the support that the group offered her:

‘It’s just nice for people to be heard and I love that. I love
putting that across. And then when things actually change
for that person you get terrific satisfaction.

I know there is a sympathetic response here [within
the group| and sometimes that’s enough from people here,
to know that you’re not really well but youre coming in
anyway. [ know that I'm going to get all the support here
and people will help me all they can’

A disabled woman involved in a social services user group linked her
activism with her sense of personal identity:

‘T used to describe myself as a disability activist, which 1
suppose underneath I still am.... It is part of my life. I am
a disabled person. My mum has got this impairment, so I
was very much aware of it as I grew up. I have brothers
who have got it. My son has got an impairment. I live very
much in a disability world. So I am just a natural fighter I
think. It is naturally part of who [ am.

The way in which people spoke about their motivations and
experiences suggests the importance of understanding how personal
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biographies generated a sense of responsibility for action. For these
participants responsibility was not an abstract concept but was grounded
in relationships with particular others: those living in the same area and
sharing in the disadvantages associated with that, or others who shared
experiences as disabled people, mental health service users or older
people, for example. Those who referred to moral principles deriving
from faith or social justice values applied these to action focused on
particular others with whom they could identify. The expression of
responsibility was related to attentiveness — which can be understood
as an openness to understanding the circumstances and needs of others
and a preparedness to take action on this basis. Attentiveness to the
circumstances of others involved recognition of issues of vulnerability
and power and the necessity of giving voice to the perspectives and
experiences of those who are often marginalised or stigmatised. The
woman active in the mental health advocacy group in particular
acknowledged the way in which shared experiences of mental distress
enabled attentiveness to the impact of this and led to practical supportive
action among group members.

Thus, the sense of responsibility that emerges from these accounts has
little to do with a normative notion of citizenship obligation focused
on a somewhat abstract ‘common good’, but rather refers to evident
injustices requiring resolution and needs that remain unmet. Whether
it be care directed at the environment in which future generations
will live, an awareness of the absence of competent care in the way in
which health services are provided, or an attentiveness to the way in
which different ethnic groups respond to the experience of ageing in
an unfamiliar culture, motivations to participate reflected the relational
ethics of care.

Deliberating with care

Sevenhuijsen suggests that a care perspective also has implications for
the nature of the democratic processes necessary to achieve socially
just outcomes. To achieve social justice requires a caring orientation
and practice worked out through dialogue that gives recognition to
the particular perspectives of those who are disadvantaged and which
acknowledges their role as experts in exposing the incivilities within
social relations. Interactions within user and community groups
exemplify the significance of ‘deliberating with care’. Deliberative
practices that enable dialogue about different experiences deriving
from disadvantage and marginalisation can encourage attentiveness
to such experiences and give recognition to them (see Barnes, 2002;
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Barnes et al,2006).The evidence of direct testimony from older people,
people with mental health problems and others often regarded as
incompetent or lacking in capacity makes it hard to continue to ignore
their individual and collective agency. The process of attending to voices
expressed in ways other than is usual in official policy contexts and
which demand a response because of the injustices they describe can
encourage a preparedness to take responsibility to act to ameliorate the
situations that are revealed. Such attentiveness also highlights when a
lack of competence is evident in the way in which support services
are provided, as well as the response of those on the receiving end of
services to the nature of the care and support provided.

It is harder to ignore the significance of the moral principles of an
ethic of care in circumstances where there is face-to-face dialogue with
people whose everyday lives are suffused with the experience of giving
and receiving care, although there is also evidence from the practices
that exist in some deliberative forums that this cannot be taken for
granted (Barnes et al, 2004a). The validity of narrative in expressing a
reality to which service providers and policy makers need to respond is
not always acknowledged. A care perspective could enhance the capacity
of such forums to generate socially just outcomes, assist in developing a
vocabulary through which care can be integrated into dialogues about
policies and services, as well as encouraging an understanding of the
significance of care beyond the context of relations between ‘caring’
and ‘needy’ people.

Conclusion

Community cohesion, community involvement and civil renewal
are key themes of New Labour social policy and have influenced
strategies for neighbourhood renewal, health improvement and public
participation pursued by the Home Oftice, the Office of the Deputy
Prime Minister and the Department of Health (Barnes et al, 2004b).
Separately, the development of a national strategy for carers (DH, 1999)
has given prominence to the role played by lay carers in supporting
disabled and older people and the extension of direct payments has
been intended to increase service user control over support services,
promote ‘independence’ and enable broader participation in social life.
In this context the concept of ‘care’ is downplayed in favour of rights
and empowerment. The relational aspects of care and the significance
of care in contributing to social justice are given scant attention in
this context.
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These policies exist in separate domains: social care policy is seen
as the responsibility of the Department of Health (and more recently
the Department for Education and Skills in relation to children) and
is restricted to a concern with the private lives of needy individuals
and those who support them. Civil renewal and community cohesion
are the responsibility of the Home Office and the Department for
Communities & Local Government, and are focused on action in
the public sphere and concerned with public virtues and broader
social relations. This chapter has argued that the ethic of care analysis
challenges this distinction between private and public virtues and
enables connections to be made between care, citizenship and social
justice. A care perspective enables a richer notion of justice than
is evident in rights claims. It can contribute to an understanding
of social cohesion and inclusion as requiring attentiveness to the
circumstances and vulnerabilities of others, and taking responsibility
to act competently in response to this, based on an understanding of
their perspectives and recognising their agency.

A comparison of official and lay discourses of participation suggests
that this perspective is more in evidence among citizen participants
than in the way in which notions of responsible citizenship are
articulated — at least in the context of policies for civil renewal. There
is a tendency within government to accept the individualisation thess,
which highlights a decline of responsibility towards others as individuals
pursue their own self-interest rather than act for the collective good
(Beck and Beck-Gernsheim, 2002). Williams and her colleagues in
the Care Values and the Future of Welfare (CAVA) programme have
challenged the evidence for this on the basis of extensive research on
family life, which reveals the way in which moral reasoning based on
care affects decision making about ‘doing the right thing’ in relation
to family (Williams, 2004). My argument in this chapter is that similar
moral reasoning based on care is evident in the way in which citizens
take responsibility for collective action in the context of user and
community groups.A greater preparedness to value care and to support
policies and practices based in the moral principles of care should not
be understood as reinforcing dependency and denying the citizenship of
those in need of support, but rather as a means of seeking just outcomes
in conditions of inequality. This is equally relevant to policies focused
on personal support for individuals, and to those with objectives relating
to community regeneration and civil renewal.
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FIVE

Ethical dilemmas of front-line
regeneration workers

Marjorie Mayo, Paul Hoggett and Chris Miller

Introduction: ethics, ethical dilemmas, the public
service ethos and change

Ethics and ethical dilemmas have emerged as issues of increasing
interest in the human services. This may reflect wider concerns about
increasing individualisation, the demise of community according to
communitarians; ‘liquid modernity’ in Bauman’s (2000) terminology.
There would seem to be echoes here of the ‘Third Way’ (Tam,
1998). As Marilyn Taylor (2003, p 21) has pointed out, ‘the ‘restoring
community’ theme has been given a new lease of life in recent years
by a communitarian movement which draws support from across the
political spectrum’.

Accounts of this supposed individualisation include explanations
based on the demise of grand theories in the more predominantly
post-modernist ideological climate that predominated cultural
debates in the final years of the 20th century (Fukuyama, 1989). As a
positive spin on this, increasing individualisation has been presented
in emancipatory terms, the life politics of identity and choice. With
increasing reflexivity, according to Giddens (1994), there is less respect
for tradition and more dialogue, including increasingly dialogic relations
in personal life. The more tradition loses its hold, Giddens (1994) argues,
the more individuals are forced to negotiate lifestyle choices among a
diversity of options — although critics have pointed to the limitations
on such choices, in practice, for the ‘reflexivity losers’ (Lash, 1994,
p 120), including those more likely to depend on public services, the
disadvantaged and the oppressed.

The notion that there has been a reduction in common values has
been similarly challenged along with the view that social solidarity
has been declining, with the loss of social capital (Putnam, 2000).The
underlying causes have been contested, then, along with the extent to
which these processes of individualisation have actually been taking
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place. Anxieties about the impacts of these processes, however, would
seem to be more widely shared. This chapter focuses on these concerns
in the particular context of human services in general and caring
services more specifically.

Is there an identifiable public service ethos, in the current context,
then? If so, is this at risk as a result of another key feature of the
contemporary context, policies to promote increasing marketisation,
‘modernisation’ and the New Public Management, the ‘New Welfare’
associated with the ‘New Managerialism?’ (Clarke et al, 2000). The
meanings of some traditional public service values have been altered,
such as a greater focus on results than on process, it has been argued
(Kakabadse et al, 2003, p 479). There has been a shift, it has been
suggested, away from a collective morality, with a value orientation
of community benefits (utilitarian ethics), to a personal-competence
morality of individual benefits (egoistic ethics).

In his review of the literature on altruism Julian Le Grand (2003)
concluded that there was indeed research evidence that altruistic
behaviour still exists in the public sector. People can behave as
knights (rather than knaves) and indeed frequently do so even when
this is in direct opposition to their personal interests. Public service
employees report a greater concern for serving the community and
helping others than private sector ones, and this holds true across
a range of international contexts. Financial incentives can affect
this motivation, however. Commitment to the public sector can be
eroded, if professionals feel unable to provide a quality service (Bonoli
et al, 2000). Professional motivation can be further undermined by
excessive regulation, feeling undervalued and feeling mistrusted. The
public service ethos may still be alive, then, but its continuing survival
is not to be taken for granted. Professional ethics have themselves
been changing, in any case. As Banks (1995) has argued in her study
of ethics and values in social work, the traditional Kantian approach,
based on the categorical imperative of the absolute value of the self-
determining individual and how that individual should be treated, came
under increasing challenge in the 1970s for its inadequacy in the face
of structural issues of inequality and oppression. Utilitarian approaches,
on the other hand, although seen as more relevant in the context of
increasing pressure for rationing scarce resources, have their limitations,
too, as the basis for professional ethics. Utilitarian approaches have
their own contradictions in the contemporary context of increasing
concerns with the rights of the individual consumer.

Banks concludes that Wittgenstein’s approach has relevance here — the
view that people’s actions and choices need to be understood within
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a public context of rule-governed behaviour, taking account of the
wider social context. Ethical behaviours need to take account of the
inter-relationships between the individual and their social context, as
these relationships change over time. As Hugman and Smith (1995)
have argued, moral principles are rooted in particular societies and so
need to be constantly disputed. Professional ethics, by implication, need
to be continuously re-evaluated.

Banks goes on to distinguish between ethical issues and ethical
dilemmas. Ethical dilemmas involve a choice between two equally
unwelcome alternatives that may involve a conflict of moral principle
and it is not clear which choice will be the right one (Banks, 1995,
p 12). This leaves the worker with feelings of anxiety and possibly
guilt, whatever choice is finally made. While this is a useful theoretical
distinction, however, in practice workers may be left with uncomfortable
feelings even when the choice that they make seems relatively clear
cut. As we shall suggest, subsequently, whether working with ethical
issues or working with ethical dilemmas, or both, professionals find
themselves engaged emotionally; front-line work necessarily involves
emotional labour.

In the current context, professional social workers, like youth and
community workers (Banks, 1999) and other front-line professionals,
may expect to face increasing ethical issues and dilemmas, as professional
ethics come under pressure from:

* increasing marketisation and the New Public Management,
increasing pressures for consumer rights and user/community-
determined priorities on the one hand and the requirements for
rationing scarce resources on the other;

* increasing decentralisation of responsibilities without accompanying
powers and resources;

* increasing centralised pressures for social control;

* increasing pressures to work across professional boundaries, involving
varying codes and practice;

* increasing distancing, in many contexts, between those performing
front-line roles, working directly with individual service users and
communities, and those tasked with the management of staft and
other resources.

Faced with all these, it has been argued, professionals need more
knowledge and critical understanding of ethical issues, time for
reflection and professional support. These are in addition to the
resources that they themselves bring due to their own personal history,
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upbringing and cultural mores, and the self-awareness of their own
values, motivations and identities. Such self-awareness has already been
identified as essential for professionals in the caring services. These
resources, both external and internal, should help them to cope most
effectively with these increasing pressures and dilemmas, and with the
least anxiety and guilt (Bailey and Schwartzberg, 1995). But without
these coping mechanisms, it has been suggested that professionals are
at increasing risk of burn-out.

This was the starting point for our research. How are front-line
professionals coping in this context of increasing ethical uncertainty,
shifting professional boundaries and increasing pressures from
modernising/New Public Management agendas? How do they
hold on to their professional ethics, avoiding total moral relativism,
disengagement and/or terminal burn-out? While our study explored
the dilemmas as these were experienced by front-line professionals
working with communities around regeneration, there may be common
issues as well as differences with the experiences of other professionals
concerned with care, citizenship and communities more generally. This
may be the case whether or not those concerned necessarily define
themselves as ‘professionals’, which is a potentially problematic and
contested term.

A study of ethical dilemmmas in contested
communities

Our study concerns ethical dilemmas in contested communities. It
is a psycho-social study of front-line regeneration workers, the ways
in which they identify ethical dilemmas and the resources they draw
upon to address these. It adopted a psycho-social approach to explore
the personal as well as the social factors involved. We focused on front-
line professionals working around regeneration issues, professionals
at the front line where the public sector meets the private, voluntary
and community sectors, working across professional boundaries.
Front-line regeneration professionals typically lack shared professional
frameworks (most of our sample came from other professional
formations such as youth work, community work, health promotion,
housing management and education, for example). Together they face
the dilemmas inherent in current policies to promote decentralisation
and user-determined rather than professionally determined priorities,
but within the framework of centrally defined targets and resources.
While our study was not focused on caring per se, there would seem
to be a number of underlying issues of potentially common concern,
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in the current policy context. These include issues related to working
across professional boundaries, as well as issues related to New Public
Management more broadly.

Our study started with a series of interviews with 30 front-line
professionals (typically six interviews with each respondent) to explore
their personal biographies, how they came to be doing this work, their
motivations and values. This led into the discussion of their dilemmas
and their coping mechanisms and sources of support. These individual
interviews were followed up with small group discussions, leading to a
joint seminar to share perspectives on the findings and their implications
tor policy and practice — including their implications for professional
training and professional support. The interviews were conducted in
two urban areas, both areas where there were pools of very experienced
staff as well as those who were newer to this type of front-line work.
This was in order to compare and contrast experiences and perspectives
over time. Both areas also included a number of black and minority
ethnic workers.

From the first interviews, in which participants focused on their
biographies, a wealth of material emerged about respondents’
motivations and values. In some cases early experiences had been
problematic, including domestic violence, family breakdown and
experiences of abuse. Others had experienced loss through migration,
including the experience of becoming a refugee. There was an
identifiable group of respondents who expressed their commitment
to working in the human services as a form of ‘reparation’. This was
about being for others the supportive caring person who was there
for them, or, in other cases, being the person that they would like to
have had as a support in childhood and/or adolescence.

For others, their commitment seemed more evidently rooted in the
strength of the values surrounding them in early life, from religious faith,
for example, and/or from political, trade union and labour movement
commitments. Others added the importance of subsequent experiences,
getting involved in mobilisations around particular contemporary
issues. Despite the differences overall, there were common strands
here — personal histories that were invoked to explain the strength
of respondents’ commitments. Although many, it not all, of the
respondents had come into their present jobs by happenstance rather
than by design, their current occupations were by no means random
professional outcomes.

On the contrary, respondents spoke, often passionately, about their
values and how these were central to their professional identities. ‘T’'d
like to say that I've contributed to my community’, ‘I want to be part
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of something that’s going to be positive’ (experienced community and
youth worker). “There is something to be done in terms of serving
people here in this job’,'I'm idealistic’ (regeneration worker — a relative
newcomer to this area of work). However articulated, these basic values,
together with the satisfaction gained from aspects of the job, sustained
professionals’ motivation. Without a set of beliefs about things, it was
suggested, ‘T don’t think you could do this kind of work ... something’s
going to have to carry you through. It was noteworthy, in fact, that
several had consciously rejected opportunities for promotion precisely
because this would have taken them away from front-line work with
individuals and communities.

Does this mean that there are no grounds for concern about the
future of the public service ethos, then? Not necessarily. Our sample
was by no means random. Those who were interested in participating
in the study were, perhaps, almost by definition, likely to be those most
committed to the ethical issues in question. Nor do expressions of
values and commitment in principle necessarily translate effectively into
practice. And even among our sample, there seemed to be potentially
significant differences. Front-line professionals may continue to make
powerful emotional investments in their work, but these may be based
on diftering perspectives and values. We are certainly not suggesting
that front-line professionals are necessarily heroic, nor that they are,
by definition, effective champions throughout their careers. The risks
of burn-out are not to be discounted either.

Some of these potential differences of perspective began to emerge
when we analysed the varying ways in which front-line professionals
were identifying dilemmas and addressing these. The following section
summarises the types of issues that emerged. Not all of these constituted
dilemmas in the full sense, as defined by Banks (1995), however. Some
of these were effectively ethical issues (as defined by Banks) rather than
ethical dilemmas in the full sense of that term. Situations that involve
ethical issues may still leave professionals with feelings of disquiet,
however, even if the scope for professional judgement and action is
relatively circumscribed in such cases. Considerable emotional labour
may be involved here, even if the ‘right’ outcome is relatively clear, as
set out by the relevant procedures. The workers may or may not identify
with the outcomes in these types of cases, if the result was procedurally
correct, but ethically more complex. Professionals may be left with
feelings of deep discomfort in such situations, including situations in
which they feel that they have little or no scope for making personal
choices, as a result of increasing bureaucratisation and/or increasing
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central control. And one person’s dilemma is not, of course, necessarily

another’s.

Dilemmas that emerged from the interviews and

group discussions

These dilemmas were categorised into two groups, those that seemed
to be inherent in this type of front-line professional role and those
that seemed to be increasing, specifically linked to the current policy
context. In summary, these dilemmas were as follows:

Ongoing dilemmas inherent in front-line work with communities

Dilemmas identified as being inherent in this occupational space
— being both an insider within service structures and an outsider
working with service users and communities. There were dilemmas
inherent in this ‘sandwich position’ between service providers,
service users and communities, and between civil society, the state
and the market more generally.

Dilemmas about professional boundaries and formal procedures
more particularly, including the specific dilemmas that may be posed
when ‘ex users’ and/or community activists who have become
staft/volunteers break the rules and/or push the boundaries.
Dilemmas of when to intervene, and when not to intervene: when
to enable individuals and groups to find the space to develop their
own strategies and to make their own ‘mistakes’.

Dilemmas inherent in maintaining reasonable and sustainable
boundaries between the pressures of the work and the worker’s
own personal life, safeguarding the space for personal and family
relationships and children.

Dilemmas inherent in working across the boundaries of class,
race, gender and personal experience, and feeling at least relatively
comfortable working across these differences. Professionals from
working-class backgrounds expressed tensions and dilemmas in
working with middle-class professionals in management positions for
example, exemplifying some of the hidden and continuing injuries
of class, as described so vividly by Sennett and Cobb (1972).
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Dilemmas that seemed to be becoming more acute in the
current context

82

Dilemmas associated with working with people’s cynicism,
disillusion and mistrust in local areas where there had been a series
of regeneration initiatives in recent years. Professionals experienced
dilemmas associated with the requirements of their roles, to
encourage people to participate, despite this scepticism, only to
experience further let-downs and disappointments subsequently (an
experience that caused considerable pain and some ‘soul searching’,
as illustrated from our research).

Dilemmas associated with finding oneself the butt of pent-up anger,
taking the flak for decisions and/or lack of action taken or indeed
not taken elsewhere. In these types of situation the workers needed
to maintain professional and organisational loyalties and procedures
while enabling communities to find ways forward, and without
taking their expressions of anger personally.

Dilemmas involved in working at different levels; working with local
issues and feeling rooted and confident in speaking for the locality
versus working at more strategic levels. Professionals who left the
‘front line” expressed anxieties about possibly losing the sense of
local rootedness, in the process of moving up and out of the ‘front
line’, even if they felt that they might be more effective at a more
strategic level.

Dilemmas inherent in working with conflicts within and between
different groupings and interests within the voluntary and community
sectors, including the specific dilemmas associated with increasing
competition for scarce resources. This emerged as a particularly sharp
issue towards the end of the research, as the funding for a number
of special regeneration programmes was due to expire shortly.
Dilemmas associated with issues of representation — who may
legitimately claim to speak on behalf of whom, and what to do if
‘representatives’ appear to be failing to represent their constituents’
interests democratically and/or inclusively.

These dilemmas were experienced as being particularly acute
when issues around ethnicity, race and racism were involved. Such
dilemmas could be exacerbated if management structures failed to
provide support, being fearful of addressing issues around racism at
all, in the view of some of our participants.

Dilemmas inherent in short-term policy interventions and time-
limited programmes, evaluated on the basis of top-down targets.
The professionals experienced pressures and dilemmas in meeting
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these requirements, while recognising the need for longer-term
interventions to develop trust, agree locally relevant priorities and
work towards sustainable outcomes.

*  More specifically, dilemmas arising from government policies towards
young people, what was described as the increasing criminalisation
of young people and the pressure to represent young people as
‘problems’ in order to convince funders of the case for funding
initiatives and projects to meet their needs.

This list provides a summary of the key themes that emerged from
the interviews and group discussions. Despite considerable ditferences
in the local contexts, in fact, in terms of political cultures and local
community histories, there was broad agreement on the nature of the
dilemmas experienced by professionals. There were increasing pressures,
including the particular dilemmas involved in working with conflicts
in multicultural contexts. There was also broad agreement around the
range of coping strategies employed.

Opverall, the joint discussions between participants from the two
different areas gave some emphasis to the ways in which the roles
themselves and the work situations were dilemmatic. Inevitably, the
role involved tensions, and workers needed to understand these and
work with them, rather than taking the flak personally, from whichever
direction this came. These situations typically involved ethical issues
even if the professionals involved were clear about how to proceed;
ethical issues in Bank’s (1995) terminology rather than ethical dilemmas
in the full sense of that term.

While participants were acutely aware of the ‘New Managerialism’
as it impacted on their particular work situations, this also seemed to
generate more issues than dilemmas in the full sense. Centrally imposed
targets simply had to be met. From some of the interviews there was
evidence that targets were actually welcomed in some instances, where
workers believed that these would lead to improvements in service
delivery. The sophistication of the joint discussions about centrally
determined targets was impressive. But this did leave us with questions
about the impact of the resulting pressures on front-line professionals,
already pressured enough, it might be supposed, from the tensions
inherent in their roles.

One particular aspect emerged from some of the group discussions
and more explicitly from the joint discussions between participants
from the two difterent areas. This was the question of whether there
may be differences between the patterns of dilemmas identified by the
more experienced workers in comparison to those being identified by
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more recently recruited professionals. Were there shifts about where
to draw the ethical bottom line?

The more experienced professionals considered that such shifts were
indeed taking place. Professionals in both Inquiry Groups made some
similar comments about this potential ‘generation gap’. The more
experienced professionals were in no doubt about the ‘next generation’s’
motivation. These were by no means ‘“Thatcher’s children’ in terms
of motivation. But the more experienced professionals did express
reservations about the ‘next generation’s’ perceptions of themselves as
professionals and their perceptions of their roles and boundaries. As the
voluntary and community sectors had become more professionalised,
it was suggested, workers expected to move around from one job
to another on a career trajectory. This pattern fitted with the more
casualised nature of employment more generally. Ironically, then,
becoming more professionalised involved adapting to more casualised
employment. There was some ‘loss of passion’, it was suggested, and
perhaps some shifts of vision. Professionals may be becoming more
detached and more circumscribed in their approach to what might
be achieved.

[t should be emphasised that these trends were not necessarily being
recognised by those who were newer to this field, in our sample. They
would, nevertheless, be consistent with trends identified by Sennett
(1999), for example. His study of the impact of more flexible ways
of working included consideration of their impact on an individual’s
personal character and sense of commitment. This increased sense of
detachment was viewed with mixed emotions in some cases; accepting
that some distancing was essential in order to survive, professionally,
while simultaneously expressing some sense of loss. There are
potentially significant implications here for the caring professions
more generally.

There are resonances again here too with the work of Sennett.
In his study of respect (Sennett, 2003), he reflects on the strategies
employed by his mother, a social worker, giving clients space as a way
of showing them respect, as distinct from more traditional approaches
based on more charitable impulses. While Sennett clearly understood
and valued his mother’s stance on boundaries, he also reflects on the
tensions associated with these processes of boundary drawing —‘caring
for others without compassion’ (Sennett, 2003, p 140). He describes
his own experiences with a medical professional following an injury to
his hand. This was an injury of enormous significance in his life, as he
had been pursuing a career as a professional musician, a musical career
that was abruptly ended at this point. While accepting the reasons for
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professional distancing, he reflected that he had actually wanted human
empathy: ‘I wanted it to matter to the doctor’ (Sennett, 2003, p 141).
These are, of course, tensions inherent in professional relationships in the
caring services. The question is whether the delicate balance between
professional empathy and professional distance might be shifting too
far, in the current policy context.

The more experienced professionals also identified ways in which
their roles and responsibilities were becoming more and more complex
and more and more challenging. Partnership working was identified
as an example of this. Involving resident representatives as members of
partnership boards entailed its own particular dilemmas (including the
dilemmas associated with representation and democratic accountability).
The dilemmas as well as the potential benefits of partnership working
have already been identified and explored as issues in public policy
more generally (Balloch and Taylor, 2001; Glendinning et al, 2002).
Increasing inter-professional working, as in the new Children’s Centres,
may also be expected to involve pressures and professional dilemmas
as well as benefits.

In summary, then, ethical issues and ethical dilemmas were seen to
be increasing, in the contemporary context, although this was not
necessarily being perceived by the next generation of professionals,
coming into the field. While there were indeed examples of ethical
dilemmas, however, some of the most stressful situations included
those in which the professional had relatively limited scope for the
exercise of discretion. The ethical issues and tensions were inherent in
the professional role, the insider/outsider interpreting across sectors
and structures. This involved taking the flak from all sides on occasion,
striving to square the circle of centralised targets and locally relevant
priorities. The procedures may have been clear but the emotional
labour involved in carrying them out, in such contexts, may have been
no less painful.

Coping strategies and support/lack of support

So how were these professionals coping; with what support systems
and structures? In summary, there were examples of professionals
who referred to the excellent support that they enjoyed from their
line managers. But these were very much in the minority. Most
professionals were coping as best they could, by themselves. Typically
they were constructing their own personal support systems through
informal networks of colleagues, former colleagues and trusted friends.
The value of good supervision was very much recognised, however.
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It was noteworthy that two professionals were actually paying for
non-managerial supervision themselves, personally. This was because
they recognised its value, but had been unable to obtain it in their
work settings. In addition, a number referred to very personal ways
of unwinding at the end of a particularly stressful day: going to the
pub with friends, running, playing football, listening to music, playing
computer games, a variety of ways of taking their minds off the day’s
dilemmas.

In some cases, professionals were not just feeling unsupported by the
formal structures. There were examples of instances where they had
telt positively undermined by lack of management support. In one
case, for example, management simply shied away from dealing with
a staffing issue, leaving the professional who had raised this out on a
limb, totally unsupported, on their own.

Both more experienced professionals and those who were newer
to the role expressed strong views about the importance of space for
reflection. The interview process for our research was time-consuming
but even very busy professionals expressed appreciation of the time
and space for reflecting in these ways. Clearly this was a significant
gap in their normal working lives. Since then, seminar programmes
have been developed in one of the local universities, specifically
designed to address this gap. The aim is to provide a safe space within
which front-line professionals can reflect on current policy debates
and the implications of current developments for their professional
identities, values and practice. These seminars have the additional
advantage that students on relevant professional programmes can share
in these discussions and reflect on their experiences on placements, in
preparation for their future roles at work.

More generally, however, we reflected that the most important coping
strategies were far less specific. These professionals were coping by
drawing on their own inner resources, qualities of resilience, flexibility
and creativity. These resources were rooted in their own personal
biographies, values and identities, bringing these to the situations in
hand.The qualities of resilience and flexibility were particularly relevant
in coping with the more generalised pressures associated with ethical
issues. These were the situations in which ethical considerations were
indeed involved, but where the professionals themselves were not
faced with unbearable choices for the moment. As it has already been
suggested, in such situations, professionals may have had relatively
limited scope for the exercise of ethical judgement, perhaps, but they
were, nevertheless experiencing the range of conflicting pressures and
emotions inherent in their roles.
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Potential implications

In summary, there would seem to be potential implications at
different levels. There would seem to be a number of implications for
professional education and training, to equip professionals with the
knowledge (including self-knowledge and self-awareness) and critical
understanding to cope with ethical issues and dilemmas. This would
seem essential if professionals are to hold on to professional values as
these develop in changing contexts.

In addition, there would seem to be important implications for
supporting professionals on a continuing basis. R ealistically, as one of the
local policy makers interviewed commented, resources for management
support are likely to continue to be limited, at least for the foreseeable
future, let alone resources for non-managerial supervision and support.
This makes it all the more important to ensure the provision of safe
spaces for reflection and mutual support.

Last and by no means least, there would seem to be potentially
important implications for public policy. The new localism may in
fact exacerbate rather than resolve a number of the tensions inherent
in public policies: to promote increasing marketisation and individual
consumer choice with services to be delivered in increasingly business-
like tashion, top down, while promoting user involvement, community
participation and active citizenship.To what extent might such a policy
context be contributing to the erosion of the public service ethos?

The research provided evidence to document the strength of
so many professionals’ values. But there were indications of more
disturbing trends under way. The next generation of professionals
may be redefining their boundaries. Increasing polarisation might be
exacerbated perhaps, if professionals were to become more even more
distanced with front-line services increasingly delivered by less qualified
staft. How might such scenarios impact on the strength or otherwise
of the public service ethos, and what might be the impact on care,
citizenship and communities more generally?
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SIX

Citizenship and care
for people with dementia:
values and approaches

Tula Brannelly

Introduction

People with dementia require help and support to remain living in
their communities, and by far the most common form of care that
people with dementia receive is lay care. It is estimated that there are
750,000 people diagnosed with dementia in the UK, of whom 18,500
are under 65 years old (Alzheimer’s Society, 2003). Policy has for many
years been encouraging community-based services in preference to
institutionally based services (DH, 2001), and the majority of older
people prefer to stay in their own homes. Because of the nature of
dementia, balancing the needs of people involved in providing care with
the needs and preferences of a person with dementia often presents
dilemmas for all involved.

The incidence of dementia increases with age, and the fact that
people are living longer in the UK and other ‘developed’ countries,
means that more people in the future will develop dementia. Table 6.1
illustrates the increases in the incidence of cognitive impairment by
age in England, and the expected population rises.

By these figures, there were 61,950 people aged 65-74 with dementia
in 2002, and this figure will have risen to 83,745 by 2026, with a
larger increase for the over 85s. In 2002 there were 131,928 people

Table 6.1: Number of people with dementia by age in England
Age group 65-74 75-84 85+ 85-94 95+

% with severe cognitive impairment 1.5 3.1 13.8 402
Population size (thousands) by age (2002) 4,130 2,805 956
Population size (thousands) by age (2026) 5,583 4,232 |,775

Sources: DH (2002); Wanless (2006, pp 43-4)
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with dementia over the age of 85, and this figure will have risen
to 244,950 by 2026. These are conservative estimates calculated at
the lower percentage of 13.8% for 85- to 94-year-olds. In addition,
people with learning disabilities are also living longer and experience
a high incidence of dementia, usually at a younger age. Developing
dementia results in a return to institutional life for some, admission
to an institution for others or a change of institution as services are
ill-equipped to provide the specialist help that people with learning
disabilities, and their carers, require (Hatzidimitriadou and Milne, 2005,
p 353; Wilkinson et al, 2005).

The numbers of people with dementia living in communities is
difficult to fathom. It is estimated that 5% of people with dementia
live in specialised dementia residential and nursing homes. There are
many people with dementia living in non-specialist residential homes,
perhaps without diagnosis or any treatment or other interventions. In
a study in the West Midlands area by Haynes et al (2006) the number
of available residential placements decreased by 9.9% between 1991
and 2001, and both nurses and social workers discussed the difticulty
of accessing resources, in particular residential placements for which
competition was fierce. This provided an additional aspect of complexity
when responding to what people with dementia and carers required
or requested.

Previous assumptions of the burden of older people on younger
people are now challenged as largely unfounded (Browning et al, 2005,
p 67),as much care given and received by older people is interdependent
— older people care for each other. It is when this relationship is not
available that others step in to help out, be they other family members,
friends or neighbours. Carers of older people do face care-giving stress,
and services are required to acknowledge and consider this in the
way that services are provided. Notably, some services that have been
developed such as institutional respite are not popular with care givers
or receivers, and so are less successful than anticipated (Nolan et al,
2002). It appears that at least part of the reason for this is that services
fail to understand the biography of the persons they are trying to help,
or indeed the relationships in which care is achieved (Barnes, 2006,
p 20).There is a general reluctance to accept services due to their lack
of suitability, and this was borne out in the present study.

Care needs change substantially as dementia progresses. People with
dementia and carers experience loss and grief with the progression of
dementia, which influences how carers and the person with dementia
are able to meet caring needs together. Carers learn how to care and
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adapt to new needs faced by the person with dementia, so that caring
itself is a constant negotiation (see Nolan and Dellasega, 2000).

The newer paradigm in researching care giving incorporates both
the benefits of providing care as well as the difficulties encountered
(Murphy et al, 1997; Wells and Kendig, 1997; Barnes 2006). This is
the evidence that services need to consider in relation to how care
happens with people with dementia and carers. The author suggests
that the following are significant in offering care that meets the needs
of people with dementia and their carers:

e an understanding of the relationship between the person with
dementia and carers, including recognition of the biography of how
care has happened in these relationships in the past;

* leading from this, an understanding of the needs of both to achieve
care;

* lay carer employment and other care responsibilities, including care
for self;

e design of services that complement rather than disrupt care
giving.

This chapter presents findings from a study examining how care
is negotiated between people with dementia, their lay carers and
professional carers, namely community psychiatric nurses (CPNs) and
social workers. An ethic of care framework (Tronto, 1993) was used to
analyse care as it can be used to examine different occupational groups
and provides principles to influence good care.

An ethic of care

An ethic of care is a political argument for the de-gendering and
de-privatisation of care (Sevenhuijsen, 2003a), and has set out ethical
practice on which good care can be established (see Chapter Four). It
has been used to analyse the content of social policies (Sevenhuijsen,
2003a), what caring means to lay carers (Barnes, 2006), as well as the
changing nature of caring responsibilities within and outside family
networks resulting from the reorganisation of family and work (Williams,
2001; Sevenhuijsen, 2003b). Here, it is used to analyse the practices of
social workers and CPNis for the way that ethics influence practice and
consider the ethics of the care provided (Brannelly, 2004).

This research was conducted with 50 people with dementia, their
carers (when present) and the CPNs and social workers involved in
their care, who were observed for 14 months to decipher how decisions
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were made about care outcomes, especially placements in nursing and
residential homes. Observations occurred in people’s homes, day centres,
hospitals, residential and nursing homes.The participants with dementia
ranged in age from 38 to 101 years old. Literal fieldnotes were produced
and shared with practitioners and were the starting point for discussion
within the in-depth interviews. The analysis utilised an ethic of care
(Gilligan, 1982;Tronto, 1993; Sevenhuijsen, 1998), chosen specifically
because it has a starting point of inclusion of all care givers and receivers.
The four principles of ‘integrity of care’ (Tronto, 1993) allow analysis
of practitioners’ values and approaches to people with dementia and
their carers. This discussion focuses on interactions between people
with dementia, their carers and practitioners, particularly when people
were removed from their communities, here referenced by removal
from locality and social networks. It also reflects on current policy.

Table 6.2 shows the outcomes of care at the times of the interviews
with practitioners. Ten of the 50 people with dementia were placed
in residential and nursing homes; of these, five did not want or accept
the placement.

Table 6.2: Care outcomes for people with dementia

Number of Number of

people people seen
seen by by social
Care outcome CPNs workers
Residential placement 2 6
Nursing home placement 0 2
At home with care package 24 6
In general hospital — to return home 3 0
In psychiatric hospital — sectioned I 0
Continuing residential/nursing home placement 2 2
Unknown 0 | (duty case)
Other 0 3 (deaths)
Total 32 20

Note: Two people were seen by both a CPN and a social worker.

Living in the community

Of the 50 participants, 32 continued living at home with varying
levels of help, usually with carer support, and community services,
some of whom had substantial difficulties. Two people relied solely
on the help of their carer, and in both situations it was the carer who
had barred any additional services as they did not want them because
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they thought they were too distressing for the person with dementia.
For example, carers ruled out day centres where they saw distressed
people with dementia; or would not accept personal care being carried
out by strangers. Alternatives were not available to them. Two people
did not have a family carer, and both were admitted to residential
care, and not in the way that had been previously agreed with them
(discussed further below). In terms of high levels of service provision,
a 101-year-old woman was receiving seven health and social calls a day
as well as two family calls. Her family and CPN requested assessment
for placement in residential care (her family had cared for her for more
than 30 years and her main carer, her daughter, had become unwell),
but the social worker had refused to make an application as she thought
it would be refused considering the high levels of community support
the woman received.

Concerned about the safety of people with dementia, practitioners
often tried to find solutions that meant that the person could stay at
home. For example, an elderly woman had been escorted home by
the police in the middle of the night dressed in her nightdress on two
occasions in the previous four weeks. In discussions with the woman,
who wanted to remain at home, the police and the woman’s carer, her
nephew, it was decided that the solution was to lock the woman in the
house at night. She had a lodger who agreed to let her out in the event
of an emergency. Although reluctant, it was agreed and her nephew
called every evening to check on her and lock the doors. Although
restrictive, this met the needs of the woman, the carer and practitioners
and meant that the woman stayed in her own home.

Practitioners referred to ‘tweaking’ service provision, such as
introducing personal, day or respite care so that the needs of all were
met. Where people with dementia and carers were reticent, some
practitioners supported them by attending the service with them and
agreeing to discontinue it if it was not acceptable. In other circumstances
people with dementia were evidently not enjoying services, becoming
very distressed while they were there and were visibly upset on
their return home and practitioners dismissed this as a symptom of
dementia and told carers that nothing could be done about it. In some
circumstances, the biography of a person with dementia ruled out
trying certain services. An example would be where an agoraphobic
woman was terminally ill but nursed at home so that she did not have
to experience the acute anxiety of leaving her home. For another
woman who did not enjoy socialising, individual rather than group
care was organised.
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Moving out of the community

Encouraging people to accept a small level of service put concerned
others, such as carers or the general practitioner, at ease and averted
the need for people to move out of their home. The significance of
accepting such services was not explained to people with dementia;
but practitioners would discuss that if a person did not accept a
relatively minor service, such as delivered meals, there was a need for
compulsory detention. It was apparent that services were not explained
to carers either, and despite practitioners focusing on how the carer
coped with caring, they had not offered any kind of practical support
to enable them to care. As a result, when carers found physical caring
too difficult the emphasis shifted straight to admission into residential
care. Two of the practitioners assumed that carers were aware of services
that were available and that they would let them know what services
they needed at any given time. Most frequently, admission occurred
when the carer experienced difficulty providing care, often due to the
physical disabilities caused by dementia, and the person with dementia
did not disagree to the placement.

Practitioners felt the need to encourage admission into residential
care when faced with external influences. A social worker encouraged
a woman reluctant to leave her home to move into residential care, as
there was a risk that the agreed funding would be lost if she refused the
care, and that her decision might influence future decisions regarding
funding for her care. She had lived in sheltered housing, and was keeping
the warden awake through the night by using the emergency buzzer
when unable to do things for herself.

The most restrictive of circumstances was when people with dementia
did not want to leave home and admission was compulsory. On one
occasion a 76-year-old man with no carer was admitted to a residential
home and then not allowed to leave, and his capacity was questioned
when he found the home unacceptable because they had removed
his belongings and forcibly bathed him. Another man without a carer
had planned his admission with his CPN but was urgently admitted
after cooking sausages in his kettle and from the admission unit was
transferred into a residential placement that was not of his choice. One
social work practitioner assumed that carers did not want to continue
caring and so did not attempt community services but admitted the
person with dementia into residential placement. She did this with
both the people with dementia whom she was working with. She did
not ask the carer about their preference and commented that caring
for people with dementia was too much of a burden for carers to carry.
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For one of these people, the diagnosis of dementia and assessment of
capacity were questionable (for more detail, see Brannelly, 2006).

These examples of people leaving their communities are provided
for two reasons. The first is to discuss how care within communities
would be better supported if practitioners adopted the inclusive ethic
of care approach. Second, policy does not currently engage adequately
with the issues that are involved in making decisions about removing
a person with dementia from their community and providing enough
support to carers and people with dementia.

An ethic of care analysis

The purpose of using an ethic of care as the analytical framework is
threefold. First, it enables discussion of interdependence, in this case
how carers and people with dementia cared for each other as well as
receiving care from the practitioner. Second, the focus of care becomes
apparent through negotiations to work out how care should happen.
Third, it provides a different lens for looking at how to care for people
inclusively, people who may previously have been marginalised.

For many people with dementia in this study there was a constant
negotiation of care with careful consideration of needs, resulting
in acceptable care until, for some, care eventually broke down and
the person with dementia moved into a residential placement. This
is an anxious time, with ‘exceptionally high emotional content’ for
which dementia is noted (Phillips et al, 2006). Experiences such as
admission to psychiatric hospital and care homes hold many fears
and challenges.

Attentiveness

If the needs of the person requiring care are not recognised by those
providing care then care cannot happen. Throughout the incidents
above there were elements of attentiveness. Practitioners met their
statutory duties and provided empowering care for carers and people
with dementia, while carers and people with dementia responded to
practitioners and allowed them to provide care, particularly where
those needs could be met more easily in the earlier stages of care. In
order to provide collaborative and negotiated care, the relationship
between those involved needs to be honest and trusting enough for
this to occur.

Attentiveness was demonstrated by all needs being met adequately
during the first phase of care when people with dementia remained at
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home. Fear about safety at home prompted placements at day centres,
but this was with everyone’s agreement and met everyone’s needs.
For carers this meant that anxiety levels were reduced during the day,
the practitioner was able to support carers’ care giving and people
with dementia had company and activity during the day. There were
many moments of very skilled and sensitive interventions between
people with dementia and practitioners, such as when a practitioner
worked with a person with dementia to remind her of the previous
day’s oncology consultation, and the treatment she might receive for
her cancer.

There is no doubt that times of heightened stress are testing times
for relationships, and that placement in psychiatric hospital for people
with dementia who have no history of previous mental ill-health is
often a very stressful event. Both people with dementia and carers
require substantial support at this time, and extended involvement
by the community practitioners may well meet this need better than
‘handing over’ to ward staft.

People with dementia recognised carers’ needs also, by accepting
placements at day centres or accepting respite care to allow the carer
to rest. In contrast, it could be said that practitioners were inattentive
when people with dementia were moved to residential placements
in which there was no involvement in the decision. Practitioners’
biographic knowledge of people with dementia and their carers needs
to be accepted by other professionals as a guide for providing attentive
care.

Responsibility

Responsibility refers to personal motivations for care and the
preparedness to take the action necessary to ensure care is provided. It
is expected that in kin relationships caring motivations relate in part to
reciprocity. Professional motivations are considered rather differently.
Professionals are encouraged to maintain distance in relationships so that
they do not become too involved or, indeed, maternalistic/ paternalistic
to those they care for. This emphasis on questioning the motivations of
practitioners, or expectation that involvement leads to the corruption
of a relationship, can result in denial of personal involvement and can
be unhelpful.

Practitioners who 1 observed having friendly chats with people
with dementia and their carers, and exchanging stories of each others’
families, suggested that such action would be viewed as ‘unprofessional’.
But these exchanges were seen as positive events, clearly enjoyed
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by people with dementia and enabled establishment of trust. They
allowed people with dementia and their carers to see what kind of
person was offering care, and they could judge whether they would
be cared for. They were able to get a ‘feel’ for the practitioner, even
if they did not know what their role was and what help they may be
able to provide.

Practitioners do not demonstrate responsibility when they use
distance as a source of coping in order to make decisions that are
unpalatable to the people they care for. The clearest example of this
was when a practitioner described the process of final placement in
residential care as ‘bureaucratic’, signalling the end of the practitioner’s
personal involvement.

Competence

Competent care refers to good care outcomes, and this was evident at
different stages of accepting care. People with dementia accepted care
because carers and practitioners explained why the care was required.
People with dementia responded positively to this by accepting
alternative non-familial care. Practitioners were also competent when
attempting to get other professionals to collaborate in an attempt to
ensure that needs were met. Unfortunately, this was not always possible,
and contributed to placement decisions without the involvement of
the person with dementia.

Responsiveness

Practitioners need to listen to the care receiver to assess the quality
of care provided. Carers and people with dementia were both care
givers and receivers. To be responsive, care givers are attentive to the
needs of care receivers, provide good care that meets needs, tweaking
it when required, and then listening to care receivers to establish
whether the care provided has achieved what was intended, again
reviewing and changing any interventions as necessary. R esponsiveness
was demonstrated in some situations such as practitioners abandoning
residential placements when the person with dementia did not like
it. Most care provision was acceptable to people with dementia.
When people with dementia found placements disagreeable, it was
an indication that the suitability and quality of the placement was
inadequate and therefore responsive practitioners would review and
possibly change the placement.
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Policy and legislation

People with dementia who are incapacitated to make decisions about
their future (called global incapacity and often used in practice)
according to a physician are not protected under mental health or
human rights law, but by common law doctrines of best interests and
duty of care. In other words, any action that can be justified under
these doctrines need never be reviewed or revisited, the minimalist
protections that other law affords. In this situation policy becomes all
important, and the National Service Framework for Older People (DH,
2001) was welcomed by interested groups, particularly as it recognised
ageism and called for measures to tackle it in policy and practice.

The National Service Framework for Older People can be challenged for
its lack of guidance for carers, people with dementia and practitioners
when difficult decisions need to be faced because a person with
dementia is no longer able to be supported in the community.
Emphasis on carer involvement and community provision does not
help practitioners provide suitable good care in these difficult times.
Care based on an ethic of care would enable practitioners to ensure
their practice was ethically sound.

In this study CPNs tended to have longer-term involvement with
people with dementia and their carers, while social workers were
called in when the more difficult, hard-end decisions about placements
needed to be made. Hence, the CPNs tended to see more people at
home, whose needs may be less pressing than the people with dementia
seen by the social workers. Having built intimate knowledge of and
relationships with people with dementia and their carers, CPNs
‘handed over’ care to social workers, and did not work collaboratively
to influence care. Only two of the 50 participants with dementia had
both a social worker and a CPN involved in their care.

Conclusions

Viewing care as interdependent and an essential element of human
relationships rightly challenges the ‘burden and heroine’ (Barnes,
2006, p 177) discourse often associated with carers and the cared for.
The intent here was to show how people with dementia, although
requiring high levels of care, are also able to provide care for their
carers, especially when supported to do so. People with dementia are
typically constructed as incapable and incapacitated. Care has to be
worked at, but the foundations for building good care are more likely
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to be established in relationships where people have cared for each
other over years of interdependence.
An ethic of care:

* acknowledges the interdependency of care givers and receivers,
including people with dementia, lay carers and practitioners;

* encompasses a range of agendas in a situated context to facilitate
negotiated care outcomes;

e encourages participation in collaborative care with other practitioners,
lay carers and people with dementia;

* ensures that the emphasis of the quality of care is considered from
a service user perspective.

The roles of community practitioners such as social workers and CPNs
could better support people with dementia and their carers by seeing
as strengths the aspects that each brings that fit with an ethic of care.
Nurses are often involved long term and accumulate a great knowledge
of the biographies and preferences of both the person with dementia
and their carers, but withdraw when the most difficult decisions have
to be made. Social workers are involved at these most difficult times
but do not have the benefit of this knowledge.This is likely to produce
care that is not as well suited to the person with dementia and their
carers as it could be.

Likewise, when admissions to hospital or other placements happen,
practitioners previously involved need to continue their involvement
to provide some continuity for the person with dementia and their
carers, but also to guide other practitioners so that the care provided
is suitable and fitting to the needs of the person with dementia and
their carers. Understanding the key role of carers in meeting needs is
something that, in particular, nurses have not attended well to previously,
but adopting an ethic of care centralises the work of carers.

Multidisciplinarity has resulted in working practices where
professionals guard their roles. The focus of concern can shift from
providing care to protecting boundaries, which is unhelpful for service
users. The dichotomy exists about the importance of relationship
building and establishing trust with care receivers, and professional
agendas dominating care outcomes. Professional care givers need to
prioritise the agenda of care receivers to collaborate to meet those aims.
This requires meaningful relationships, where practitioners are able
to become involved in order to care. The author would argue that an
ethic of care provides a set of principles that can help practitioners to
maintain the balance of interpersonal involvement and care.
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Citizenship and dementia may at first appear to be odd bedfellows.
Dementia gradually takes from the person; it takes independence,
communication and abilities, but it does not take the human.
R elationships that aim to preserve citizenship can do so by remembering
the person and using biography to guide care. This is best achieved
by people with dementia being surrounded by places and people
they know and who know them so that they remain within their
communities in which they are themselves. Alternatives are difficult to
contemplate, and even harder to endure and so need to be restricted to
when they are absolutely necessary, if at all. Care based on the ethic of
care enables negotiations that are inclusive and therefore ensures that
potentially marginalised voices are heard and responded to.
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SEVEN

Rough justice, enforcement or
support: young people and their
families in the community

Dawn E. Stephen and Peter Squires

Introduction

In recent years the issue of anti-social behaviour and the policies for its
control, or management, have seen a rapid rise to prominence. There
has been a sequence of waves of serious political investment into the
problem, very much led from the centre by Tony Blair himself (for an
overview, see Squires, 2006a). Beginning with ambitions to ‘strengthen
communities’ and ‘nip youth crime in the bud’ and ‘enforce’ more
effectively the obligations of parents in the 1998 Crime and Disorder Act
(and the new youth justice system emerging from this) the anti-social
behaviour agenda grew and grew, prompting at least one commentator
to question whether in ‘inventing anti-social behaviour’ to draw some
attention away from the wider crime problem, the government had not
fashioned an even bigger rod for its own back (Tonry, 2004).

Next came the Respect and Responsibility White Paper (Home Office,
2003) reasserting the contractual model of citizenship, much beloved
of New Labour, which tied the government’s social inclusion agenda
(SEU, 1998, 2000) to its broader ‘responsibilisation’ strategy (Levitas,
1996; Garland, 2001), leading to the 2003 Anti-Social Behaviour Act.A
year later came the first Annual Report of the Home Office-sponsored
campaign Together: Tackling Anti-Social Behaviour, which, on page one,
confidently asserted: ‘as crime has fallen, anti-social behaviour has
become a major cause of concern in communities across the country’
(Home Office, 2004a). The implication was fairly clear, crime was
supposedly falling, and the lesser problems of nuisance and anti-social
behaviour were now coming to preoccupy people instead. By the
summer of 2004, addressing anti-social behaviour formed a central
plank of the new Home Office five-year strategic plan (Home Office,
2004b).
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Finally and forcibly reasserting the, at first glance, common-sense but
also deeply ideological, core to the government’s anti-social behaviour
message, the Prime Minister launched the Respect Action Plan in January
2006 (Home Oftice, 2006). This document was punctuated by a series
of seemingly homespun motivational slogans:

The only person who can start the cycle of respect is
you.

Give respect — Get respect.

The future depends upon unlocking the positive potential
of young people.

There 1s no greater responsibility than raising the next
generation.

Respect cannot be learned, purchased or acquired, it can
only be earned.

The behavioural and contractual assumption implicit in the slogans
was that such respect and disrespect issues and the behaviour to which
they were related were constructed almost entirely as questions of
choice and personal motivation. The situated social question of anti-
social behaviour, notwithstanding complex dilemmas about the very
variable perceptions of behaviour construed as anti-social, was reframed
as a type of 12-step programme that the virtuous or committed might
choose to ascend (albeit, at times prompted by the threat of enforcement
sanctions). Perhaps it goes without saying, but our existing work on
this issue (Squires and Stephen, 2005a, 2005b; Squires, 2006a; Stephen,
2006) has entirely sought to reject this interpretation of anti-social
behaviour. Here, we would argue (a point we return to later in the
chapter) about the need to create opportunities for people to earn
respect and acquire and demonstrate responsibilities.

Nevertheless, notwithstanding the broader sociological and
criminological engagement we have generally sought with this issue,
as the anti-social behaviour agenda grew and developed as indicated
above, a number of more immediate issues, often directly related to
questions of policy implementation, practice and partnership working,
have also arisen. In this chapter, and still working from our existing
perspective, we turn to consider these questions, both as they arose
in our original research and as they have surfaced in subsequent anti-
social behaviour debates. These questions concern: first, the balance
or, more properly, the relationships between enforcement and support
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in anti-social behaviour management work (very much an echo of
the much older care versus control debate in social welfare history);
second, the extent to which anti-social behaviour enforcement action
is a genuinely ‘last’ resort of community safety practitioners (there being
much national political rhetoric surrounding the alleged need for many
Crime and Disorder Reduction Partnerships to ‘raise their game’ on
the anti-social behaviour enforcement front, and seek more Anti-Social
Behaviour Orders (ASBOs) as earlier interventions, see Squires, 2006a,
pp 144-5); third, there is the question of the position and perspective
of the “victim’ in anti-social behaviour management work. Here, not
least, lies the further question of how we might conceive of the status
of ‘victimhood’ in relation to anti-social behaviour (Walklate, 2006).
Finally, coming full circle, there are questions about ‘outcomes’ at the
level of real neighbourhoods and communities and the processes and
relationships of citizenship (forms of social capital) established and
sustained (or not) within them.

From the outset we have to acknowledge that in social and public
policy discourses, the language of community has tended to serve a
number of purposes. Thus, notions of ‘community’ tend to exercise
a legitimating function for policy arrangements (Lacey and Zedner,
1995), implying a degree of naturalness, informality, inclusiveness,
equity and spontaneity regarding localised human relationships
and purposes. In this light, selected ‘community values’ can acquire
an aura of legitimacy, which, rather than creating them in the first
instance, policy interventions are seen merely as protecting and
preserving. However, recent developments in community policy
making, collectively understood as elements in a broader strategy of
‘responsibilisation’ (Garland, 2001), have tended to bring communities
within the processes of governing rather than have them as the objects
of governing. In other words, communities have become increasingly
‘governmentalised’” wherein recent notions of ‘stronger communities’
require some reassessment: Stronger for whom? Stronger against whom?
Community safety, as we have recently argued (Squires, 2006b), is not
necessarily a positive sum relationship. With this in mind it becomes
necessary to consider, in detail, how the implementation of community
policies impact on the quality of citizenship and levels of well-being
enjoyed by all members.

At first sight and given our avowedly critical stance towards existing
anti-social behaviour measures (Squires and Stephen, 2005a) it might
seem somewhat contradictory to engage in a discussion of these issues.
We consider it possible, however, to continue a sustained critique of
these policies at a number of levels, especially in terms of what we
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have described as a ‘politics of injustice’ (Stephen and Squires, 2004;
Squires, 2006a; Stephen, 2006), while also offering suggestions for the
adoption of some more humane practices within this fast-developing
policy field. Our earlier fieldwork threw up one particular area where
we can confidently offer some optimism and this concerns the positive
impact that individual enforcement practitioners might have on those
subject to anti-social behaviour or youth justice interventions (Smith,
2003: chapter 4). One of our interviewees commented:

It was like a friendship contract ... I felt I'd been dumped
when it was over. I appreciate everything that’s been done
for me on this contract.... As a parent I will defend mine
to the end, but this contract has made me realise things, that
I need to see both sides, it’s not nice to be told the truth.
I'm quite sad it’s over, wouldn’t mind if he went back on
a contract again. [ liked the impersonality [sic], it was nice,
quite touching to get that sort of response from absolute
strangers [names police and community safety officers]

. made me think.... My God, I'm responsible for these
monsters.... They’'ve been there.... It’s like the ambulance
service, you never need an ambulance, but you know it’s
there ... I know if I want to speak to [community safety
officer| she’s there. They’re like the fourth emergency
service. I feel quite grateful to them ... it was all positive,
nothing but positive, they broke the barrier down I had
in dealing with people ... the contract saved us a job and
helped us, it made life easier for us. (Stephen and Squires,
2003, pp 57-8)

Although this mother reported that her initial feelings about the
Acceptable Behaviour Contract (ABC) had been entirely negative
and confrontational, she now welcomed the supportive relations with
the community safety and police officers. As shown above, this mother
had wished the supportive relationship to continue on a more formal
basis when the contract was completed. Arising from her family’s
earlier experiences with enforcement agencies (her oldest son was in
prison), her initial expectations of any workable relationship had been
extremely low.

This issue of expectation proved to be one of our key findings. At
the most basic level, where expectations of the supportive relationship
had been low or non-existent among families, the highest levels of
satistaction were expressed. Correspondingly, when expectations
that long-standing support needs would begin to be addressed (for
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example, the children’s special educational needs or mental health
problems), implicit in the families’ understanding of the mutual
obligations associated with the term ‘contract’ (and not least in view
of the contractual discourse within which New Labour had originally
framed the question of anti-social behaviour: Squires, 2006a), then
evaluations were least favourable, it not highly critical of the ABC
process, as reflected in the following remark:

I feel it’s very one-sided.... The council don’t offer anything
in the contract, they ask them [the young person]| to sign
that they’ll not do all these things, but they’re giving nothing
in return. (Stephen and Squires, 2003, p 78)

To be fair, this was an issue recognised by many of the community safety
project team staff we interviewed. It raises a question regarding the very
place and nature of this ‘contract’ in relation to the wider partnership
that the community safety team represented. The community safety
team members very much saw themselves as something of a catalyst
for the new ways of inter-professional and partnership working that
the local authority as a whole needed to embrace. On the other hand
they expressed a sense of dismay that other service areas were not as
effective or responsive as they needed to be. There was a tangible sense
of frustration that the community safety team staft had to do all the
chasing up of correspondence, documents and decisions, filling the
communication and implementation gaps appearing in other existing
services areas. One of our community safety team staff interviewees
made the point:

‘Oh I know they are all overworked, we’re all overworked,
but it is frustrating when you have to chase them up to do
everything yourself. I know we’re here to make a difference,
get people working differently and that will involve a
lot of firefighting in the early days, and knocking heads
together, but if we are still doing this in 10 years’ time,
than we’ll have failed to bring about the changes that are
needed.” (Fieldwork interview with community team staft
member)

Implicit in this comment is the notion of community safety teams
engaging in and facilitating new forms of joined-up working. That
is, community safety teams were to be joined up’ rather than ‘added
on’.

What also emerged strongly from our research fieldwork was the

recognition that community safety can only be achieved if families
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are themselves enabled within the ABC process. Somewhat ironically,
the families with whom we worked recognised that, while ABCs are
very much located within an enforcement paradigm, if employed
in an anti-oppressive manner, they can offer new opportunities for
empowerment that encourage reflexivity and accountability. More
significantly, the contractual relationship could begin to challenge
the structured inequalities that characterised the families’ lives, if only
through opening up opportunities to rebalance power relationships
with agency personnel. This would certainly appear to be what the
mother in the extract on page 108 appreciated most about the ABC
process. It was what the majority of families believed was wanting in
their own ABC experiences. Community safety practitioners are in a
strong position to work with families to challenge the aspects of their
own and their families’ progressive marginalisation to date. As lead
agents in the Community Safety Partnership (provided community
safety, as opposed to simple enforcement, priorities are forwarded
within the Partnerships), community safety practitioners are in many
respects well placed to tap into wider networks and resources to enable
families to begin to alter the circumstances within which their children’s
anti-social behaviour develops. However, as the second mother above
(p 109) bemoaned, this must be set in motion in the early stages of
the ABC process to help families recognise that they are receiving
something of significance to their real expressed needs in return for
their efforts.

Regardless of the families’ evaluations of their experience, one
key factor dominated accounts: positive accounts of the individual
community safety officers. This finding that ‘one good worker can
make all the difterence’” (Millie et al, 2005, p 36) therefore provides the
impetus for the remainder of this chapter. The greatest irony is that,
through the practice of community safety, those practitioners involved
in enforcement appeared to be beginning to provide the kinds of
support the families reported they had been seeking for years, but as one
mother reflected ,‘they’re limited in what they can do ... they are only
allowed to do so much’ (Stephen and Squires, 2003, p 74). The families’
concerns were to be supported in two of the priorities identified by
one youth worker who worked closely with the community safety
team. These were the need:

e to look at the young people’s situations holistically;
* for empowering support for the families.
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Enabling families

Enforcement tactics may contain their misbehaviour in the
short term, but for the longer term, enforcement clearly
needs to be balanced with inclusionary measures. (Millie
et al, 2005, p 36)

The rhetoric and practices of responsibilisation associated with
anti-social behaviour enforcement essentialises individuals and their
problems. Constructions of ‘yobs’, ‘thugs’, ‘hoodies’ and ‘neighbours
from hell’ in politicians’ speeches wholly disregard ‘parenting as an
embedded, situated process,amenable to change only through social and
material circumstances’ (Gillies, 2005, p 87). The wider social context
within which this anti-social agency develops and proceeds includes,
for example, poor educational provision or inadequate mental health
support for special learning needs and behavioural problems, enabling
individualised ABCs and ASBOs to be imposed without providing
the resources for individuals and their families to address their deeper
problems and thus pursue ‘law-abiding’ lives. In their structuring
as ‘abandoned citizens’ (Clarke, 2005, pp 452-53), the process of
enforcement is also heavily reliant on stigmatisation, not least in terms
of public naming and shaming, yet this is utterly counterproductive
(Jamieson, 2005; Squires and Stephen, 2005a). If the aims of this activity
are to ‘normalise’ individuals’ agency within their communities and
promote community inclusion, very basic sociological lessons point
to quite contrary outcomes:

Stigmatisation appears to be both a powerful mechanism for
controlling the flow of social resources and an enormous
hindrance to social justice. It is part of a social process from
the identification and marking of people of ‘low social value’
through to the acts of discrimination and social exclusion
that are the end points of the process. (Reidpath et al, 2005,
p 479)

The advent of Individual Support Orders to ‘tackle the underlying
causes of a young person’s anti-social behaviour’ (Y]JB, 2006, p 4) for
10- to 17-year-olds was a very welcome shift in the government’s
approach. Unfortunately, such support is highly conditional, it is
not universal, assessment is based on the managerialist risk-focused
imperatives (entirely characteristic of the ‘new youth justice’: Squires
and Measor, 2005) and it is typified by an abject anti-humanism: ‘any
intervention matrix will have to be based on the premise that the most
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intensive/prolonged intervention will be reserved only for the most
serious cases with very high Assef scores’ (Y]B, 2006, p 6).

The launch of the Respect Action Plan (Home Oftice, 2006) trumpeted
additional means by which the government aims to support families,
and increase activities for young people and reduce their truancy.
Nonetheless, however positive the move to provide greater resources
for young people and support for families through greater roles for
welfare professionals may be, the continuing focus on blaming ‘problem
families’ (Jamieson, 2005) and tightening enforcement through
increased summary powers further underlines the government’s rather
superficial commitment to tackling underlying ‘causes’. Our concerns
are expressed no more clearly than in this conclusion:

[D]espite a rhetoric of empowerment and investment,
the current emphasis on support represents a top-down
projection of values and standards on families, thereby
‘supporting’ conformity rather than promoting access to
parenting resources. (Gillies, 2005, p 70)

While appreciating these fundamental, and indeed worrying,
deficiencies there still appears scope to capitalise on opportunities for
meaningful change. Given such institutional constraints on individual
community safety practitioners there is much to be gleaned from
our first mother’s description of the support being ‘like the fourth
emergency service’. Community safety officers’ roles appeared to
have very fluid edges and, from our discussions with practitioners
themselves, it was clear that they certainly offered more support to
the families than might have been expected (including, as we have
seen already, establishing vital communication links between other
local service agencies). Significantly, the extent to which they were
able to empathise with the families’ situations was very apparent and
they seemed to be able to balance the enforcement/support line in
a highly commendable manner. In developing these highly positive
aspects of their role, community safety practitioners can learn much
from anti-oppressive social work developments (Braye and Preston-
Shoot, 1995; Pinkney, 2000; Dominelli, 2002) and, indeed, what has
been learned about practitioner ‘conceit’ in appropriating service users’
knowledge and expertise to reinforce oppression (Wilson and Berestord,
2000, p 554). Social workers have long balanced role tensions inherent
in their statutory responsibilities (Wilson and Beresford, 2000) and
have formulated creative means by which oppressive constructs and
stigmatisation can be challenged through anti-oppressive relationships
with clients:
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An anti-oppressive framework seeks to de-individualise
clients’ problems in order to see them within the wider social
context of their lives. In addition, this framework attempts
to move away from an ‘expert’ model of service delivery
towards one that is more inclusive of clients’ experiences
and that incorporates recognition of coping and resistance
to oppression. Central to the anti-oppressive approach is
a commitment towards changing social relationships and
institutions that perpetuate the exclusion of marginalized
groups of people. (Pollack, 2004, p 694)

A key aspect of this literature is a concern with the ways through which
‘wider socio-economic structures produce personal troubles’ (Heron,
2005, p 343) and, while practitioners are limited in their ability to
tackle these ‘troubles’ directly, they can work to challenge the relations
of power that exist with their clients, and act as a vital gatekeeper to
resources previously denied to the families through their structured
position of powerlessness. For one of our mothers this ‘broke down the
barriers’ she had previously held with figures of authority, and enabled
her to ask for support (although, of course, not everyone is likely to
feel so). Further, in line with government policy, this enabled her to
appreciate the need to accept some responsibility for the behaviour of
her children. This negotiation of ‘mutual recognition’ (Sennett, 2004, p
260) within her individual interactions with the community safety and
police officers appeared to provide vital potential for germinating seeds
of inclusion through the fostering of opportunities for her own and her
children’s self- and social development (see Sennett, 2004). Accordingly,
in considering how community safety practitioners can maximise
their own potential, among the illuminating social work literature one
particularly helpful paper stands out in highlighting means by which
anti-oppressive practice can be developed with offenders (Pollack,
2004). Pollack advocates six principles in programme development,
which will be discussed in turn:

(1) All individuals possess strengths and abilities.

(2) The process of service development is as crucial as the
outcomes.

(3) Interventions must address a current need identified by participants
themselves.

(4) Social justice themes must be integrated throughout the service/
programme.
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(5) Participants must have real and tangible mechanisms through which
they contribute skills, knowledge and decision making.
(6) Community links must be facilitated. (Pollack, 2004, p 705)

All individuals possess strengths and abilities

Our work with ‘anti-social families’ uncovered the rich resourcefulness
parents held. Most commonly this resourcefulness related to thick
folders of correspondence that the parents had sent to try to secure
relevant educational support for their children through appeals
to education authorities, social services and local politicians. Two
mothers had also tried to set up local Attention Deficit Hyperactivity
Disorder (ADHD) support groups only to be thwarted by their lack
of professional training, or health and safety considerations. Even the
youngest children interviewed (9 and 10 years old) offered concrete
solutions to the problems on their estates, such as developing youth
facilities in which they could occupy themselves and expend energies.
The fact that the families were generally not successful in their
attempts to effect change for their children further reinforced their
sense of powerlessness and exclusion. This resourcefulness should be
acknowledged and supported through effective dialogue and concrete
action on the part of community safety practitioners and, as we have
noted earlier, through opportunities to gain respect and assume and
demonstrate responsibilities. This would also serve to work towards
meeting Pollack’s fifth point above.

The process of service development is as crucial as
the outcomes

The biggest complaint from families was that the ABC was presented
to them very much as a fait accompli. They had generally received no
warning, and most of the terms of the contract had been drafted by
the community safety team prior to the first meeting. The second most
common complaint related to the mismatch between managerialist
outputs, that is, contracts were deemed to have been concluded
successfully by the community safety team when, in fact, children
had simply learned to control (or conceal) ‘problem’ behaviour until
they returned to the privacy of the family home, thereby placing
their families at greater risk. Alternatively, some children had been
placed under long periods of virtual house arrest simply to keep them
off the streets. The qualitative outcomes parents had expected were
usually not delivered, and the contracts had generally been regarded by
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them as unsuccessful. This problem was rooted in the failure of other
members of the Community Safety Partnership to engage. Terms of
contracts must be negotiated mutually with all parties outlining their
obligations and aspirations for a successful outcome with these terms
being reviewed by all involved throughout the period of contract
imposition.

Interventions must address a current need identified by
participants themselves

The children and their families complied with the terms of contracts
because of the threat of eviction, which added considerable stress to their
already strained circumstances. It is incongruous to require individuals
to meet the terms of contracts without offering sustainable means of
achieving this. As suggested above, the children and their families need
to be listened to and their expressed needs addressed. Other partner
agencies, such as education, health and social services, must, therefore,
be more involved in the drafting of contracts and the formulation of
action plans. Children and their families should be encouraged to feel
that they are full partners in relationships of mutuality and respect.This
would also serve to work towards meeting point (5) above.

Social justice themes must be integrated throughout the service/
programme

If the simple suggestions above are followed, perpetrators and their
families will derive a sense of justice and inclusion, rather than the abject
sense of injustice and objectification that permeated their accounts.
The families felt they were being punished for situations beyond their
control, and for which they had been fighting for support for some
years. Community safety practitioners need to acknowledge the situated
context for both behaviour and understandings of that behaviour, and
this necessarily involves practitioners adopting a much more critical
approach to their work akin to social work critical practice: ‘a refusal
of/an opposition to the interlocking relations of power that pervade

. encounters with clients’ (Heron, 2005, p 341). In recognising the
need to look at social, not criminal justice, solutions to the clients with
whom they work, community safety practitioners can identify the part
they could play in resisting prevailing discourses of exclusion associated
with anti-social behaviour.
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Community links must be facilitated

This was a key recommendation forthcoming from the families
with whom we worked. They could not understand why mediation
with neighbours had not been attempted before the contracts were
imposed. Once contracts are concluded families have to continue
living alongside neighbours who initially reported them but, without
mediation to foster their reintegration into the community, they
will remain excluded from the social and cultural resources of the
neighbourhood. By virtue of their key position as lead agents in the
Community Safety Partnership, creative forms of restorative justice
that meet the needs of all parties should be developed. The contrast
between anti-social behaviour enforcement action and interventions
informed by mediation practice and the principles of restorative justice
could not be more clear cut. Community safety discourses often make
direct reference to the restorative principles implied by the ideas of
‘naming and shaming’, especially so in some more politically inflected
contributions of the debate. More pragmatically, however, other
commentators refer to ‘naming and shaming’ simply in terms of giving
effect to the enforcement action — neighbours need to know who is
being so targeted in order to ‘police’ the behaviour of those subject
to court orders (Stone, 2003). This seems a far cry from Braithwaite’s
(1989) original formulation of the notion of shaming and reintegration.
There seems a world of difference between shaming to reintegrate and
shaming in order to more eftectively exclude.

In formulating support programmes along these rather simple lines, the
obligations of the 2004 Children Act and the related aspirations of Every
Child Matters can begin to be addressed, especially ‘listening to children,
young people and their families when assessing and planning service
provision, as well as in face-to-face delivery’ (DfES, 2004, p 4).

If deficiencies are apparent in strategic planning for trust and respect
(Williams, 2004, p 410), even within this purportedly ‘radical’ child-
tocused programme (DfES, 2004), how much more does this criticism
apply to anti-social behaviour enforcement? Earlier work has argued
that young people have, for so long and in an increasing number of ways,
become ‘the Achilles heel of community safety planning’ (Measor and
Squires, 2000, p 257). But, by contrast, in this chapter we have sought to
argue that anti-oppressive working with families and young people can
begin to foster the foundations for mutual relations of respect for young
people and their families. Furthermore, working in this way might help
to cultivate opportunities for young people and families to be listened
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to and appropriate support, based on their expressed needs, set in place
to enable the terms of ABCs and ASBOs to be more realistically met.
The benefits of individual practitioners’ interventions in mediating
between youth justice system clients and policy within a multi-agency
partnership, underpinned by a welfare ethos, have been demonstrated
with authors concluding ‘that these new collaborative arrangements
have begun to realize positive changes’ (Burnett and Appleton, 2004,
p 51).1f an ethos of genuine anti-oppressive partnership working can be
realised as suggested above, this respectful ‘exchange’ has been shown to
provide ‘the social principle which animates the character of someone
who gives back to a community’ (Sennett, 2004, p 64). With such
relationships in place it might then be possible to speak of sustainable
community safety for all citizens and citizenship values and an ethic
of citizenship that is open, achievable and enjoyable by everyone. This
suggests a new take on a familiar political slogan: not so much ‘tough on
crime and tough on the causes of crime’ as ‘committed to citizenship
values and committed to ensuring the contexts and conditions for the
equal enjoyment of citizenship values’, perhaps.
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EIGHT

Survivors of domestic violence,
community and care

Paula Wilcox

Introduction

Domestic violence involves a pattern of coercive behaviours ranging
from verbal abuse/threats, coercion, manipulation, and physical and
sexual violence, to rape and homicide. On an individual level, therefore,
experiencing domestic violence entails immense interpersonal struggles
invoking honour, pride and shame. Such individual struggles are,
however, set in a context of abstract (but very real) social structures
and long-term social processes that construct gendered lives such
that men in general are dominant over women. Wider community
knowledge' supports the research evidence, which consistently finds
that the majority of domestic violence in heterosexual relationships is
perpetrated by men against women (for recent figures see, for example,
Walby and Allen, 2004; Home Oftice, 2005). When I refer to domestic
violence in this chapter, therefore, I refer to male violence against female
intimate partners and ex-partners.’

In the mid-1990s my doctoral research programme involved
qualitative action research with a local area-based domestic violence
forum in a northern city. An important outcome of this research was a
community-based project to provide support and services for women
(Wilcox, 1996, 2000a, 2006a). Today, the city has four community-based
domestic abuse projects (including the project I worked with), which
provide essential support to women and children experiencing or
recovering from domestic abuse. These community-based projects have
not been without their problems but recent analysis of the benefits to
statutory services of their provision in the voluntary sector has included
reduced costs to health services, reduced risk of harm to children and
an increase in the number of successful prosecutions. There are some
other examples of organisations working along similar lines (see Hague
et al, 2003; Hague, 2005) but when we look at the national picture this
situation is not replicated.
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Indeed, domestic violence is rarely addressed at the level of the local
community although we know that it impacts on all communities,
irrespective of ‘race’, gender, class, religion or cultural make-up.
Moreover, gender-based violence is now recognised as a global
phenomenon (WHO, 2002). And while there have been some positive
shifts in awareness and attitudes among the professions that deal with
domestic violence (although still more needs to be done) the turn to
community is notably absent where domestic violence is concerned, as
Walklate (2002) points out. I am interested in looking at why this should
be the case and why it is that, despite the growth of user movements
since the early 1990s, domestic violence survivors are rarely seen as a
user or community group.

Elsewhere (Wilcox, 2006b) I have argued that the lack of attention
to domestic violence in community contexts is likely to relate partly
to (mis)understandings of domestic violence and partly to a focus on
agency/state responses. Gendered discourses, through which women
construct their social identities as caring, and which assume women’s
continuing availability as carers, may also underpin the relative neglect
of informal and community support for women experiencing domestic
violence.

At the same time research on formal agency service provision for
survivors of domestic violence has revealed its extreme variability and
inconsistency (Humphreys et al, 2000). Access to services is a lottery
for those involved, provision is geographically patchy and varies greatly
in quality in individual organisations (Humpbhreys et al, 2000). Many
organisations have contact with domestic violence, but few record it
systematically, have explicit policies or know which other agencies
are involved (Kelly, 1996; Stark and Flitcraft, 1996; BMA, 1998; Crisp
and Stanko, 2000). This too may be partly due to a continuing failure
on the part of agencies to acknowledge and record domestic violence
survivors as a user group.’

This chapter draws on empirical research carried out in 2005
and 2006 with survivors in the south of England, extending earlier
discussion on communities and their responsiveness to domestic
violence survivors (Wilcox, 2006b). In order to do this the chapter will
look at how dominant definitions of domestic violence have tended
to exclude community considerations. It will examine state-sponsored
policies and their influences on work against domestic violence. From
this point the chapter will address the need to approach work in the
community with a gendered and raced lens, moving on to explore
domestic violence survivors’ different motivations for involvement in
community groups, in contrast to dominant ideas about responsible
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citizenship used in public discourse. Lastly, the chapter will look at the
links between traditionally gendered discourses of caring and their
impact on the hidden nature of domestic violence survivors. The
chapter concludes by arguing that there is a duty of care to address the
support of domestic violence survivors in communities.

Dominant definitions of domestic violence

One aspect of explaining the scarcity of community-based work against
domestic violence is the way it has been defined. Dominant definitions
have tended to focus on the intimate, heterosexual couple, hiding the
way in which involvement in, and impacts of, such violence ripple
outwards affecting children, other members of the family, members
of friendship groups and members of the wider community, such as
neighbours. Moreover, the urgent need to act on extreme incidents of
physical violence (which threaten women and children’s physical safety)
has led to the widespread perception of domestic violence as discrete
incidents rather than as an ongoing process. This dominant understanding
has hidden the effects of domestic violence over time, the cumulative
impact on women and children of, what may seem from the outside,
‘minor’ infringements of their emotional and physical integrity.

At the same time, the dominant understanding of domestic violence as
extreme incidents of mainly physical violence has led to a prioritisation
of work with formal social agencies. Designed to act on exceptional
incidents, social agencies can work intensively with individuals in crisis*
but only for relatively limited periods of time (Kelly, 1999). Accepting
that domestic violence is a process over time with seemingly ‘lower-
level’ ongoing infringements problematises an over-reliance on agency
response. Moreover, agencies such as the criminal justice system ‘do
not always effectively address the individual needs of women’ (Kelly,
1999, p 120).

The women’s refuge movement has, by and large, not adopted
dominant definitions, taking the latter view that domestic violence
is a process over time, which involves emotional, sexual and financial
abuses as well as physical violence, where ‘low-key’ behaviours can be
very threatening within the overall pattern of behaviour:

Domestic violence is not a ‘one-off event’ or incident but
part of an on-going pattern of controlling behaviour. Often
very subtle signals can be extremely threatening: violence
does not have to be overt to achieve its ends. (Harwin and
Barron, 2000, p 206)
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There are practical reasons why the refuge movement has rarely been
able to become involved with community-based work. The refuge
movement has always prioritised the provision of shelter and services
to safeguard women’s and children’s safety. The funding of refuges has
been, and remains, insecure and pitifully small, placing severe restrictions
on what can be achieved beyond this core essential mission. Indeed,
funding has been so insecure and limited that even the core provision of
safety is often under threat. Preventive work with the wider community
and work around raising survivors’ voices has, therefore, of necessity
been strictly limited.

The funding of research on domestic violence is also limited and there
has been an understandable tendency here too to focus on researching
formal agency support rather than community-based work. The
funding of services to domestic violence survivors as well as research
on domestic violence is very much affected by wider public discourse on
domestic violence and hence state-sponsored policies.

State-sponsored policies

The focus and direction of state-sponsored policies and research have
been influential in shaping the lack of community-based work against
domestic violence. The first important point of note is that once
domestic violence was finally recognised as a serious social problem it
was largely conceptualised as a discrete and specialised topic. Hence,
in recent years there has been Safety and Justice: The Government’s
Proposals on Domestic Violence (Home Oftice, 2003); an inter-ministerial
group on domestic violence, based in the Oftice of the Deputy Prime
Minister, concerned with housing-related support; the introduction of
the Supporting People Programme (ODPM, 2005); the Home Oftice
initiative (2000-03) to fund a range of projects focusing on violence
against women (Crime Reduction Programme 2000-03); Crime
and Disorder Reduction Partnerships being encouraged to identify
domestic violence as a priority for action; and, most recently, the 2004
Domestic Violence, Crime and Victims Act.

This flurry of policy development is clearly welcome and has raised
the level of public discourse around, and awareness of, domestic
violence. The establishment of domestic violence as a discrete social
problem has been essential in putting it on the public agenda. However,
the problem now is about making the links between domestic violence
and the constellation of social dimensions it impacts on for women
(and children): their safety, health, pregnancy, employment, poverty,
housing, education, lone parenthood, general well-being and so forth.
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Not infrequently researchers in areas that are key for understanding
domestic violence have completely neglected it. R esearch and literature
on employment, poverty, lone parenthood and community work, for
example, rarely if at all take account of domestic violence, thus revealing
a significant lack of joined-up thinking!

This has been the case in recent UK policy developments, ‘which have
revived concepts of community and citizenship within the context of
care’ (Balloch, Chapter Two, this volume).The National Strategy Action
Plan A New Commitment to Neighbourhood Renewal, published by the
Social Exclusion Unit (SEU) in 2001, which focuses on impoverished
areas, for example, makes no mention at all of domestic violence, yet
all the research that is available points to complex linkages of domestic
violence with women’s impoverishment and poor work prospects
(see, for example Kirkwood, 1993;Tolman and Raphael, 2000; Wilcox,
2000b, 2006a; Humphreys and Thiara, 2002; Lyon, 2002; Meisel et al,
2003).In the US there has been more attention to the adverse impacts
of domestic violence on women’s employment (see Shepard and Pence,
1988; Murphy, 1993; Lloyd, 1997) whereas in the UK research on
women’s employment tends to overlook domestic violence as a factor;
Kingsmill’s review Women’s Employment and Pay (2003) is a recent
example. This factor has contributed to the continuing hidden nature
of domestic violence survivors as a group.

The White Paper Modernising Social Services (IDH, 1998) also fails to
identify domestic violence survivors as a group; although there is a
mention in this document of such violence being an aspect of child
protection:

[M]ost families who become caught up in the child
protection system are at high risk of social exclusion.
The SSI report, Child Protection: Messages From Research,
shows that many have multiple problems — poverty, family
breakdown, mental health problems, domestic violence,
alcohol and drug misuse — which need careful assessment
and targeted intervention by local authorities to ensure
that children are not put at risk. (DH, 1998, ch 3, para 3.9;
author’s emphasis)

These (and other) areas of state-sponsored work have had the potential
to bring about a stronger emphasis on community-based action against
domestic violence but thus far have had a rather limited impact: for
example, community safety policies and neighbourhood renewal.
Community safety policies and practice might have represented an
alternative additionalP community-based approach towards tackling
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domestic violence but also largely failed in this respect. First of all the
programme represented only a tiny proportion of the criminal justice
system as a whole (in 1993/94 community safety activities formed
just over 1% of the annual criminal justice budget; Crawford, 1998,
p 63) and second, within this tiny budget social issues, such as domestic
violence, had an extremely low profile as compared with property
crimes or crimes in public places.

One reason for this low profile was the reliance of community
safety approaches on rational choice theory, which ignores difterently
gendered identities and practices. A gender-neutral approach tends
to perpetuate the status quo in terms of structural inequalities. The
theory and practice of community safety continued to orient attention
towards ‘crime on the streets’ — ‘the community in public’— and away
from ‘crime behind closed doors’” (Walklate, 2002). However, a very
small number of domestic violence projects were funded via the
community safety approach; for example the community-based project
the author was involved in received funding for two years from the
police Community Initiative Programme (1994-95).

Neighbourhood renewal is another area of community-based work
that holds out the promise of community-based work against domestic
violence. The Neighbourhood Renewal Unit website is unusual for
highlighting gender as a key issue and having six neighbourhood
renewal advisors specialising in gender issues: ‘Gender refers to both
men and women and it is important to understand the differing forms
of disadvantage experienced by both sexes in the context of deprivation’
(NRU, 2005). Moreover, their website refers to the fact that ‘81%
of victims of domestic violence are women’, and takes a potentially
integrated approach pointing out that:

All the neighbourhood renewal priorities and services
— employment, education, crime, housing, health and
liveability (which means making public spaces greener, safer
and cleaner) — have different impacts on men and women.
(NRU, 2005)

There is at least one example of a DomesticViolence Project in Walsall’s
New Deal for Communities. This has a Crisis Intervention Service,
which provides ongoing support to victims following referral by the
police; training programmes for professional workers; ‘Learning in
Schools’ to raise awareness in young people about bullying, domestic
violence and the right to feel safe; and ‘Stopping Aggression in the
Family Environment (SAFE)’, which ofters support for people who
want to stop being abusive to their partners,and two 24-hour helplines
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staffed by volunteers, one of which offers a multilingual service in
Punjabi, Urdu, Hindi, Bengali and Gujarati (Walsall Council, 2006).
How well this project has worked in practice is difficult to say without
further research but, by and large, neighbourhood renewal has not
resulted in significant gains in terms of work against domestic violence
in the community or the involvement of survivors in terms of practice
or policy development.

Domestic violence may now be more firmly on the policy agenda
but it is rare for survivors of domestic violence to be consulted or
involved in developing policies and/or evaluating the services that are
so vital to their survival.

[A]bused women survivors have rarely self-organised to
participate in service and policy development. They have
never been thought of as a service user group in their own
right or viewed as part of the service user movement in
general. (Hague, 2005, p 194)

Continued exclusion from this role contributes to the continuing
dominant perception of domestic violence as a privatised and stigmatised
issue. And while it is true that there are many survivors working in
paid and unpaid roles, in the domestic violence and other allied fields,
their own experiences and identities as survivors are usually hidden;
at the same time, we do not yet fully understand survivors’ reasons as
to whether and why they may, or may not, wish to participate, how
participation might happen and what kinds of support they might
need. So we have a situation where, unlike many other service users,
domestic violence survivors remain largely unheard and unseen.
Clearly, state-sponsored policies, while important in terms of the
symbolic message they give that domestic violence is a crime and no
longer behaviour that women (or anyone) should have to endure, have
been less effective in terms of being translated into action and practice
at the community level. The author now turns to look at the notion
of ‘community’ and some of the reasons why communities may be less
responsive to domestic violence survivors than might be expected.

Community, gender and domestic violence

One fundamental problem with ‘community’ is its multiple meanings
(recognised by Hillery as early as 1955)¢ and hence the deep ambiguity
around this concept. The normative subtext of ‘community’ is that
it is a good thing (as in Etzioni’s [1995] communitarianism), it has a
warmth and relative closeness to us all as compared with the state, and
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as Raymond Williams pointed out, this assumed ‘good’ can seemingly
be applied to any set of relationships (1976, p 76).

However, other analyses of ‘community’ have pointed up the negative
side of ‘community’ inasmuch as it can be a narrow, inward-looking
phenomenon in which stereotyping and prejudice lurk large. Moreover,
‘community’ can be used to refer to a geographical location and/or
a community of interest, for example the ‘gay community’, ‘minority
ethnic community’ and so forth. However, such categorisations can
themselves be harmful when they impose a singular identity on, for
example, minority ethnic communities (Patel, 2000, p 168). Implicit,
for example, in a localised approach is the extent to which this
implies a mixture of people/s and, in the case of domestic violence in
heterosexual relationships, men and women.

As has been pointed out by Barnes and others (see, for example,
Barnes, 1997; Barnes and Bowl, 2001), the collective action of users of
social care services has deeply influenced community care discourse;
a good example of this would be the disability rights movement. In
the case of domestic violence this has not been the case. For domestic
violence survivors, family and the local community are likely to be
the very context women are forcibly restricted to by their violent male
partner, excluding them from wider roles in the public sphere (Wilcox,
2000b,2006a).And in relation to social care services in the community,
women experiencing domestic violence largely see these as represented
by social services (‘the social’).

This study found that survivors’ fear about the role of social service
workers in relation to domestic violence continues to be strong and
the vast majority of comments survivors made about social services
were negative. Fear of losing children was paramount in their minds
and two of the research participants had indeed had their children
taken into care.

Interviewer: “What about social services? Have any of you
had any experiences?’

Interviewee:
‘I don’t even want to go into them’

‘I have had terrible, terrible experiences with social services,
from London and Brighton.

‘T hate them.

‘T'm sorry, social services.All that ... they really piss me oft. I
don’t even want to go there with my experience with them
because I feel like going down and blowing them up.
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‘T have always had this big thing of being very scared of
social services. I wouldn’t want to go near them.

Male perpetrators of domestic violence often threaten their female
partners that ‘the social’ will take their children away, thus increasing
women’s intense fears about this aspect of social work (McWilliams and
McKiernan, 1993; McGee, 2000).As Warner and Pantling (2002, p 123)
reveal, minoritised communities are at even greater risk from outside
agency intervention as there are higher rates of black and minority
children than majority ethnic children taken into care. Using a gendered
and raced lens in the context of domestic violence demonstrates that
the notions and practices of community and community care are not
only different for women as compared to men but that they also differ
between majority ethnic and minority ethnic women.

As has been argued elsewhere, we need to critically interpret
romanticised notions of ‘community’. The idea that they may be more
open, democratic and less subject to inequitable power relations (for
example, of dominant masculinity) is simply misleading. As Kelly (1996,
p 71;author’s emphasis) argues, ‘the stress on similarity in definitions of
community means that variable experiences of social life that accrue
by virtue of gender, class, race, age and sexuality cannot be acknowledged,
let alone studied’.

Given the potentially ambiguous nature of support for survivors is it
possible that they would wish to become involved in any way in groups
in the community? It is important to point out that such groups in
this research were groups based around a community of interest rather
than area-based groups.

Survivors’ motivations for involvement in community
groups

Marian Barnes (Chapter Four) has contrasted the way in which
responsible citizenship is conceptualised within public discourse around
community cohesion/social inclusion with the way in which people
speak about their motivations for involvement in groups. She argues
that *... “care” is usually absent from ofticial discourses of citizenship,
participation and civil renewal ... and, indeed, has also become devalued
in the context of those policy areas with which it has been more
strongly associated — community or social care’ (p 59). People speaking
about their motivations and commitments within community and
user groups reveal very different perspectives on commitment and
responsibility.
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This was also the case in the present study carried out in Brighton
and Hove with survivors who were involved in different ways with
specialist outreach domestic violence services. In many cases, as below,
a woman’s commitment developed as a result of ‘negative personal
experiences, which resulted in a desire to improve things for others’
(Barnes, Chapter Four, p 68).

Interviewer: ‘Do you think if you went to a domestic
violence forum meeting ... whether you would feel it
would be of benefit to you?’

Interviewee: ‘It might not be of benefit to us but it might
of benefit to women in the future’

Another aspect of commitment was more personally motivated since
hearing another woman’s narrative about her similar experiences
was usually found to be supportive to other women. This motivates
commitment because not only is it about hearing what others have
to say, it is also an encouragement to others to break the stigma that
inhibits many women from talking about their experiences of domestic
violence.These motivations are especially important in more informal
drop-in groups:

Interviewee: ‘I think it is because then you can hear other
women’s views as well because sometimes you think it is
just you and you think, my god, 'm going mad and it’s just
me ... so it’s like, to hear it from other women as well.

Interviewer: “What encouraged you to come along?

Interviewee: ‘I don’t know because I've never been to one
before or anything I just thought it would be nice to give
my views on stuft so, give my ideas and stuff ... I suppose
sometimes it’s hard to talk about it as well and I suppose 1
thought as well sometimes it helps you to talk about it and
also to, like you, hear what other people say as well’

For domestic violence survivors to engage in such groups (drop-ins,
local forums, city-wide forums) it is essential to think extremely
carefully about the safety of group members, the nature of the group,
how many people will attend, what security measures are in place and
what support will be needed:

‘One, because I used to enjoy the forum meetings that was
at [name of location]| the drop-in place. And two, because
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I just admire you lot and what you do and all that and I
thought a meeting would be interesting and see what other
women have to say. It was a bit nerve-racking because 1
haven’t been to one of these meetings for ages and I hadn’t
had the form with me and I thought, oh my god, what am
I going to say.You know, like, if there is a huge lot of people
there, I’'m not going to speak’

‘Just let people know that its safe and ... like a relaxed
atmosphere. We ought to have maybe some of the workers
from [name of organisation]. If someone just said something
back to you and really upset you and you wanted to run
out and burst into tears, you can. Knowing that you know
someone else there probably makes you feel a bit better.

In public policy discourse on civil renewal the concepts drawn on
are ‘order, civility, duty and obligation’; care, support and friendship
are ignored in this context, and there is ‘no specific indication of
the importance of attentiveness to others, nor recognition of the
vulnerabilities that mean that most people at some time in their lives
require help from others in relationships of unequal power’ (Barnes,
Chapter Four, p 64). Attentiveness to others is a key facet of an ethics
of care approach and this is often found in domestic violence survivor
groups, as the quote below demonstrates:

‘I cried so many times in that drop-in — they must think
[ am a right prat but ... I know they don’t think like that
because they’ve pulled me up and said [name] you’re not
a prat or anything like that, you're allowed to cry and I
know youre not laughing it’s just I feel silly crying in
front of a lot of other women, and they said, that’s what
we’re here for’

This powerful level of attentiveness is all the more remarkable when
it is considered that the survivors in this group are themselves going
through a complex and lengthy process in trying to survive.

Domestic violence survivors: care givers in need
of care

Dichotomous thinking forms the basis of traditionally gendered
discourse on caring. This discourse has been, and continues to be,
relevant in the construction of responses to domestic violence. First,
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relations that exist outside the market, such as caring, are less visible
in western societies as the hegemony of neoliberal discourse gives
primacy to economic relations. In an era of ‘globalising democracies
and diminishing welfare states’, relations of caring are also becoming
more fragile (McDaniel, 2002). Moreover, gendered discourses that
construct caring as women’s work, and through which women
construct their social identities as caring, tend to assume women’s
continuing availability as carers (Twigg, 1990; Ungerson, 1990). The
responsibility for caring and support, whether as labour, as part of a
normative framework of obligations and responsibilities or as an activity
that carries financial and emotional costs (Daly and Lewis, 2000, cited
in Williams, 2001) remains primarily with women’ and especially
minoritised women. One of the effects of these traditional discourses
on caring is that adult, non-disabled women are far less likely to be
seen as deserving targets of care and support.

Women survivors of domestic violence, therefore, find themselves
in a contradictory social location. As women they are expected to
individually manage the care of their family, while the impact of living
with domestic violence means that they need care and support for
themselves (as well as for their children). This is an almost impossible
tightrope that women experiencing domestic violence have to
walk, since to admit to the latter (the need for care) may be seen
as jeopardising their ability to carry out the former (giving care to
their children), perhaps especially in the eyes of professional workers.
Indeed, the extent to which domestic violence undermines women’s
ability to care for their children is hotly contested in the literature. In
practice, stigma continues to be attached to adult heterosexual women
who are experiencing/have experienced domestic violence as they are
seen by others, as well as themselves, to have failed to manage their
relationship. Professionals may well also see them as ultimately failing
to protect their children.

My own research in the 1990s and 2005-06 supports the view that
women’s efforts to resist abuse and to protect their children are often
underestimated (Radford and Hester, 2001). Survivors experiencing
domestic violence and severe material deprivation nevertheless
maintained agent stances, actively pursuing safety for themselves and
their children (Wilcox, 2006a). This does not mean, however, that
survivors are not in need of care and support for themselves during
and after leaving the violent husband/partner.

There were many instances where the external structural context,
as well as individual responses to women from potential informal and
formal supporters, was less than helpful in the process of gaining safety;
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indeed, ‘the breakdown of resettlement is often linked to the absence
of support’ (Kelly and Humphreys, 2001, p 270). Unhelpful responses
tended to deny or minimise the violence and to blame the woman
for staying in the relationship and the losses endured after ending the
relationship. Here, the characterisation of such women as survivors,
while positive in many ways, is also partially problematic in that it
tends to hide the likelihood of damage and women’s ongoing need
for care and support.

The feminist literature at times also deals in dichotomies; for instance,
distinguishing between caring for dependent persons who are not able
to care for themselves and caring for those who can manage well on
their own (Leira and Saraceno, 2002, p 62). While this conceptualisation
distinguishes between women caring for non-disabled husbands, who
could well look after themselves, as opposed to caring for children, it
also polarises those who are dependent from those who are seemingly
independent, failing to recognise the levels of interdependence that
exist for all human beings: we will all have periods of dependency from
time to time. Following the logic of this conceptualisation, dependence
for the adult woman is likely to be seen as negative and demeaning
and this raises problems in thinking through supporting women who
are survivors of domestic violence. Hague et al (2003), for example,
argue that abused women should not be seen as dependent, saying that
‘abused women continue to be viewed as dependent, just as they were
probably treated during the abuse’ (2003, p 16).

An approach that reflects a concept of interdependence would argue
that, while survivors should not be characterised as solely dependent,
nor should they be characterised as entirely independent (since this
would imply a lack of harm from experiencing domestic violence).
Williams (2001, p 481) has discussed this issue in relation to disability,
arguing that the task is to redefine the concept of independence ‘to
fit with a notion of interdependence’. It seems clear that women who
survive male violence are in need of a range of forms of support, help
and care that are largely lacking at present. Moreover, as [ have argued,
varying degrees of need for care and support will exist over varying
lengths of time for different women.This is neither something women
should be ashamed of nor something to be viewed unfavourably by
professionals. At times of transition, trying to stop the violence from
occurring, or having to end a violent relationship, when the need
for care and support is considerably heightened, women often have
severely depleted support networks. Seeking care and support in these
circumstances should therefore be viewed as a strong and positive step
by all those involved.
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Conclusion

The chapter began by noting the relative lack of community-based
work against domestic violence in the UK partly due to dominant
definitions of domestic violence diverting attention from the impacts
of domestic violence in the community more widely due to their focus
on heterosexual couples. A focus on domestic violence as comprising
discrete incidents rather than being an ongoing process has encouraged
a concentration on formal agency support, hiding the extent to which
informal support may be helpful, as well as the intersection between
formal and informal support (Wilcox, 2006a). A review of state-
sponsored policies suggests that while these are of symbolic importance
in condemning domestic violence, and have raised public awareness of
this serious social problem, they have had limited impact in fostering
projects and activism to decrease the incidence of domestic violence
at the level of the community.

Academic and policy research in the UK on social factors of critical
importance to survivors of domestic violence, such as employment,
poverty,lone parenthood and community work rarely, if ever, examines
the impact of domestic violence in these fields. Similarly, work on social
exclusion, a key target of New Labour policy, has tended to ignore or
sideline domestic violence. So while the fact that domestic violence
is now on the public agenda is to be welcomed, the current focus and
direction of state-sponsored policies and research are contributing
towards the continuing invisibility of domestic violence survivors as a
group and the concomitant scarcity of community-based work against
domestic violence.

As previously mentioned, domestic violence continues to be
stigmatised and survivors are seen by others (as well as themselves) as
having failed to manage their relationship and ultimately as having
failed to protect their children.Women survivors of domestic violence
are therefore in the contradictory situation of being simultaneously
care givers (to their children/family) and not infrequently being
blamed for allowing the situation to continue, while being in need of
care themselves. Our task here must be to work against dichotomous
thinking that perceives individuals as either independent (not needing
care) or dependent (needing care) and rather see how we can develop
notions of ‘interdependence’ (Williams, 2001). This is particularly vital
work for domestic violence survivors who are mothers.

Despite currently disempowering contexts — it seems clear that
women who survive male violence need a range of forms of support,
help and care that are largely lacking at present — there are survivors
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of domestic violence who are able to give each other mutual support.
The absence and indeed devaluation of ‘care’ in official discourses of
citizenship, participation and civil renewal contrast sharply with the
ways in which such survivors of domestic violence talk about their
motivation and involvement in groups and drop-ins arising out of
negative personal experiences but also a desire to support others with
similar experiences.

This research has revealed that there are survivors who want to have
their voices heard and who are willing to be involved in different ways,
such as through drop-in facilities, through support or self-help groups,
provided such forms of participation are thought through with the
utmost care to address their needs for safety.

Notes
""This data was gained by observations and informal conversations in a range

of community settings over the last 10 years.

*This is not to deny that some heterosexual men experience domestic violence
from their female partners nor to detract from research and work on domestic

violence in same-sex relationships.

* Hopefully, this situation will change for the better with the gender equality
duty for public bodies coming into force in April 2007, since organisations
now have to show ‘fair treatment’ of women and men in policy and service
delivery as well as employment (EOC, 2006).

* Crisis theory postulates that in an emergency routine coping strategies
break down. The crisis is a time of great risk but also provides the possibility
of change since people are more open to, and in need of, help from outside
(Kelly, 1999).

5 I say ‘additional’ as this chapter does not aim to undermine in any way the

vital services provided by formal agencies, such as the police.

¢ George Hillery analysed 94 sociological definitions of the term ‘community’
and identified 16 different definitional concepts within this sample (1955,
pp 111, 115).

"Time use studies in Britain reveal that distributions of domestic work remain
largely traditionally gendered. For example, women spend two hours 18
minutes a day as compared to men’s 45 minutes a day on cooking and routine
housework; and on caring for and playing with their children, women spend

135



Care, community and citizenship

36 minutes a day as compared to men’s 13 minutes a day (ONS, 1999, Table
6.1, Time use by gender).
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NINE

Promoting choice and control:
black and minority ethnic
communities’ experience of
social care in Britain

Jabeer Butt

The racist murder of Stephen Lawrence and the eventual report
(Macpherson, 1999) into the handling of the investigation by the
Metropolitan Police is likely to be viewed by social scientists as a
watershed in the way public services work with, and for, Britain’s black
and minority ethnic communities. Those of us involved in promoting
race equality at that time are likely to testify to widespread debate
as to what is to be done among both front-line practitioners and
senior managers in social care (although not always between senior
managers and practitioners). But beyond generating pieces of paper
from 44,000 public bodies attempting to meet the requirements of
the ‘duty’ to promote race equality by publishing a race equality plan
or scheme imposed by the 2000 Race Relations Amendment Act, it
is tempting to ask whether there has been any discernable change in
the experience of those who need support from black and minority
ethnic communities.

This chapter will consider some of the evidence on the experience
of social care of black and minority ethnic people. It will suggest that
there has been identifiable change in the support available to and taken
up by these communities. However, the chapter will also show that
this support is often patchy in its coverage and only rarely promotes
choice and control for these communities. It will then consider why
this situation persists, examining various aspects of both policy and
practice. The chapter will conclude with a brief examination of the role
of black and minority ethnic-led voluntary organisations in providing
support that is particularly valued by service users, and suggests that
perhaps it is the adoption of a community development approach that
makes these organisations more successful than others.
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Background

The often-quoted conclusion of the Association of Directors of Social
Services and Commission for Race Equality in 1978 is worth repeating

here:

Our conclusion is that the response of social services
departments to the existence of multi-racial communities
has been patchy, piecemeal, and lacking in strategy....
(ADSS/CRE, 1978, p 14)

A number of studies since have demonstrated the persistence of this
picture. Butt et al in 1991 noted:

Our survey shows that, while most SSDs [social services
departments] have made some commitment and a few
appear to have made some headway in progressing equality,
many have adopted a piecemeal or haphazard approach
that makes it difficult to answer the question whether or
not the services they provide are equally fair. (Butt et al,
1991, p 3)

Towards the end of the 1990s the Audit Commission and the
defunct Social Services Inspectorate concluded:

Many councils are not responding effectively to diverse
communities. It is worrying that in three-quarters of
councils reviewed to date, less than one-third of respondents
felt that matters of religion, race or culture were taken into
account.....

Users and carers for minority communities, not
surprisingly therefore, are less satisfied with the services they
get than those who describe themselves as ‘white European’.
(SSI/Audit Commission, 1999)

now

The Audit Commission (Audit Commission and SSI, 2004) returned
to the subject in 2004 and lamented the ‘disappointing’ progress made
by these departments. The Commission for Social Care Inspection in
2006 published the results of its performance rating exercise for social
services in England, noting that among the five ‘areas’ that social services

needed to improve most were taking account of the needs of ‘minority

groups’ and providing ‘Services that reflect the community, promote
equality and comply with relevant legislation’ (CSCI, 2006, p ©).

The constancy of this picture has not stopped the debate about why
we should promote equality from evolving. Much of the early impetus
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focused on the moral imperative, while more recently attention has
been paid to the ‘business case’ for delivering equality and this has
been, on occasion, replaced with notions of the rights of citizens or
taxpayers (Phillips et al, 2006, captures some of this). Interestingly,
rarely in the debates on promoting the rights of citizens do we see
much discussion of why the experience of British black and minority
ethnic communities, who often possess British citizenship, has so many
parallels with minority communities in Western Europe, who often
do not possess citizenship.

Exploring evidence of needs

These overall assessments are accompanied by growth in evidence for
particular ‘client groups’. So, for example, data from the 2001 Census
show that, when standardised for age, around 16% of men and around
15% of women of the “White British’ ethnic group have a long-term
limiting illness or a disability that restricts daily activities for a variety
of ethnic groups (ONS, 2004). In comparison, the figures are nearer
17% for ‘Indian’ men and almost 20% for ‘Indian” women. For ‘Black
Caribbean’ men the figures are nearer 18% and over 19% for ‘Black
Caribbean’ women. The greatest contrast is with Pakistani women
(over 25%) and Bangladeshi women (25%). Importantly, these patterns
reflect these communities’self-assessment of their health in responding
to the Health Survey of England in 1999 (ONS, 2004).

The 2001 Census data suggest that there is some difference between
black and minority ethnic groups, and between men and women
from these groups. But the data also suggests that black and minority
ethnic people have higher rates of ‘disability’ than their “White British’
counterparts when standardised for age. In addition, this same data
show that black and minority ethnic women are more likely than
men to have a ‘disability’ that restricts their daily activities. This, again,
contrasts with the pattern for the “White British’ ethnic group, where
the Census records higher rates for men than women. The Chinese
group is the one black and minority ethnic group for whom these
conclusions do not apply: the Census records comparatively lower
levels of ‘disability’ for them.

Significantly, the Census data also suggest that if we disaggregate the
“White” community, there is evidence of higher rates of disability and
long-term limiting illness for some of the Irish community.

These data on higher rates of disability and long-term limiting
illness are accompanied by evidence of continuing discrimination and
disadvantage. So, for example, black and minority ethnic disabled people
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are at greater risk of experiencing unemployment and lower incomes
than other disabled people (Smith and Twomey, 2002). Also they are
more likely to live in private rented accommodation (the sector with
the poorest quality of housing) and in ‘non-decent homes’ than other
black and minority ethnic people (ODPM, 2003). At the same time
they share two of the characteristics of those who have benefited least
from the post-1997 attack on social exclusion: disability and coming
from a ‘minority ethnic community’ (SEU, 2004).

The point here is not that there is much to be done, but to explore
why progress has been so limited.

Why does this situation persist?

It could be argued that perhaps this situation persists because of the
paucity of evidence on the experience of social care of black and
minority ethnic communities (Butt and O’Neill, 2004). While it is
undoubtedly true that there is much to be done in the systematic
recording of this experience, and understanding its implications for
policy and practice, it is nevertheless the case that a significant body of
evidence exists that at the very least demonstrates need. The experience
of black and minority ethnic older people is one example. This
experience has been explored at a local level (for example, Qureshi,
1998) and increasingly at a national level (for example, Berthoud, 1998;
Moriarty and Butt, 2004). This has been accompanied by increasingly
sophisticated studies, with Evandrou (2000), for example, combining
six years of data from the General Household Survey to examine
income and health, while Butt et al (2003) have carried out in-depth
interviews using a nationally representative sample derived from the
Family Resources Survey.

The picture painted by these, and other studies, shows that black and
minority ethnic older people, like many other older people in the UK,
have significant support and care needs; also, that these needs are not
necessarily being met appropriately or adequately by their families or
service providers (see the review by Butt and Mirza, 1996).This picture
is confirmed by the Social Services Inspectorate in their inspection
of community care services for older people in general (Murray and
Brown, 1998) and by Qureshi (1998) for the Bangladeshi community
and KamYu (2000) for the Chinese community.

However, this evidence of age-related discrimination is only part of
the picture. Many of these studies also show the experience of ‘direct’
and ‘institutional’ racism by black and minority ethnic older people.
Therefore the evidence on income and wealth detailed by Berthoud
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(1998) shows that some older people from these communities have
income that is similar to the ‘better-oft’ older people in the UK.
However, for the majority (including Indian and Caribbean older
people) their income levels are lower than those of their white
counterparts. This is particularly so for Pakistani and Bangladeshi older
people. Furthermore, the increased frailty that often leads to needing
support and care among older people in general appears to occur in
black and minority ethnic older people at a younger age (Evandrou,
2000, is the latest to confirm this). While some of this increased frailty
at a younger age can be explained by genetic diftferences, much of it
can only be explained by the material consequences of racism such as
poor working conditions, higher rates of unemployment, poor housing
and inadequate access to health and other support services (Butt et
al, 1999).

Another ‘client’ group that has seen a significant growth in evidence
is black and minority ethnic disabled people. The complexity of the
impact of impairment on the lives of disabled people (Grewal et al,
2002) including their housing needs (Beresford and Oldman, 2002)
would suggest that we need to be careful in drawing out cross-cutting
messages from this evidence. Nevertheless, there are some consistent
messages.

Most studies suggest that black and minority disabled ethnic people
express the same needs, wants and desires as their non-disabled
counterparts, whether this is to have access to information for those
with visual impairments (Johnson and Scare, 2000), the chance to laugh
and cry with friends (Bignall and Butt, 2000) or whether it is to have
a home with appropriate aids and adaptations (Molloy et al, 2003). At
the same time there is evidence that some black and minority ethnic
disabled people are active in shaping their lives (Shaping Our Lives,
2003).

Studies often also highlight that black and minority ethnic disabled
people require support to exercise choice and control in their lives
(Vernon, 2002). Sometimes this support is provided by their family or
friends as part of a reciprocal relationship where black and minority
ethnic disabled people provide support too (Jones et al, 2002). As
is the case for all disabled people, many black and minority ethnic
disabled people emphasise the value of these social and support
networks and often place any discussion about independence in the
context of wanting to maintain support from their families (Bignall
and Butt, 2000). Furthermore, families and carers are reported as the
principal source of information for disabled and D/deat people about
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the impairment, as well as other areas such as the receipt of benefits
(Ahmad et al, 1998).

However, these same relationships can be a source of stress for
some black and minority ethnic disabled people, with some feeling
undervalued or trapped (Bignall and Butt, 2000), and with others
highlighting some of the prejudices and discrimination they have
experienced from their family, friends or community (Hussain et
al, 2001). Furthermore, D/deaf young people who use British Sign
Language report a lack of a common language in which they can
communicate with their families (Ahmad et al, 1998).

A number of studies report lack of choice and control in areas such
as accessing education (Bignall and Butt, 2000), managing money
(Ahmad et al, 1998), housing (Molloy et al, 2003), opportunities to
socialise (Darr et al, 1997), practising religion (Ahmad et al, 1998),
employment opportunities (Vernon, 2002) and accessing information
(Johnson and Scase, 2000) and services in general (Roberts and Harris,
2002). Some of these projects suggest that choice and control is often
poorer (or perceived to be poorer) for disabled and D/deaf black and
minority ethnic communities than for other disabled and D/deaf
people (Chamba et al, 1999). However, comparative information is
not always available.

In similar fashion to black and minority ethnic disabled people,
their carers report barriers to having their needs met and being able
to provide support effectively (Katbamna et al, 2003) including when
children and young people are providing support to their parents
(Jones et al, 2002). Barriers that are reported include lack of accessible
information about support available (Katbamna et al, 1997; Johnson
and Scase, 2000) as well as poor housing (Hatton et al, 2004) and
inadequate income (Chamba et al, 1999).

There is some evidence of using and valuing black and minority
ethnic voluntary organisations and the services they provide (Butt, 1994;
Watters, 1996) as well as ‘peer’ support groups (Bignall and Butt, 2002).
In addition, some studies have identified the importance of black and
minority ethnic workers (Rai-Atkins et al,2002). However, a consistent
message is of poor support provided by formal services (Chamba et al,
1999). At the same time, studies warn that a low take-up of services
is not an indication of low levels of need (Flynn, 2002). Furthermore,
while family support exists and is valued, so, for example, appropriate
and accessible housing is often only accepted by black and minority
ethnic disabled people when it is in an area that allows the maintenance
of social and support networks (Butt and Dhaliwall, 2005). However,

146



Promoting choice and control

there is no evidence for service providers to conclude that a lack of
take-up of services is because ‘they look after their own’.

As noted above, the evidence base 1s not as rich for all social care
‘clients’ from black and minority ethnic groups. But neither is it the
case that we have few studies that demonstrate the existence of need,
or its complexity as was argued in the early 1990s (Williams, 1990).

Legislative and policy framework

If it is not necessarily an issue of evidence then perhaps there are
shortcomings in the legislative and policy framework.

The government proposal to establish a single commission for equality
and human rights in Britain is the latest step in a series of legislative
and government changes since 1997. These changes have included
the enactment of various aspects of the Disability Discrimination Act,
which although passed in 1995 began to come into force some time
after. Over the same period there has been the enactment of the 2000
Race Relations Amendment Act. Most recently there has been the
passing of the 2004 Carers (Equal Opportunities) Act and the 2005
Disability Discrimination Amendment Act, which among other changes
will see the imposition of a new duty on the public sector to promote
disability equality.

The 2000 Race Relations Amendment Act increased the scope of
duties upon ‘public bodies’ to cover both a general duty and a specific
duty. In terms of their general duty, these ‘public bodies’ are obliged
to do three things when they develop policies, provide services,
or in their employment practice. They are required to eliminate
unlawful discrimination (direct and indirect discrimination as well as
victimisation), promote equality of opportunity and promote good
race relations.

In promoting race equality, public bodies are required to be proactive
by both consulting minority ethnic communities about proposed
services and policies as well as anticipating, assessing and monitoring the
impact of their policies and practices on minority ethnic communities.
This includes the delivery of a range of services but also includes
an obligation to ensure that minority ethnic communities are able
to gain equal access to information about the services, policies and
procedures of these agencies. The general and specific duties under the
2000 Race Relations Amendment Act have now been incorporated
as part of the Best Value Performance Indicators assessed by the Audit
Commission.

147



Care, community and citizenship

As noted previously, the 2000 Race Relations Amendment Act also
requires public bodies to produce both a Race Equality Scheme and
an Action Plan detailing how they intend to implement and continue
to monitor their general duties. The Commission for Racial Equality
assessment of these plans has suggested that it has not produced the
universal engagement with the promotion of race equality hoped for
(CRE, 2004). However, the requirement for public bodies to consult
the ‘public’ on their plans and show how these have been taken on
board is still a potentially powerful tool for change.

Further, an examination of the recent White Papers on adult social
care, and the future of community health and social care, shows that
the attention to equality persists (DH, 2005). While there has been
much criticism of the proposals for the establishment of the single
equalities commission because of the potential loss of focus on race
equality and the failure to support it with a single equalities Act
(www.equalitydiversityforum.org.uk), it is nevertheless the case that
the limited attention to equalities in the 1980s and 1990s no longer
persists (REU, 1989).

It would be interesting to assess how this legislative framework
promotes the rights of citizens as opposed to establishing bureaucratic
procedures that may ultimately bear little fruit. Nevertheless, it is clear
that the government believes that this is the mission that they are on
(Home Office, 2005).

Practice

If there have been significant strides in terms of the legislative and
policy framework, perhaps the reason for the limited change in the
experience of social care of black and minority ethnic communities is
the lack of change in practice.

The implementation of the Single Assessment Process as part of
the National Service Framework for Older People (Phillip, 2006) is
the latest attempt by the Department of Health to encourage social
care providers to take a wider view of the needs of older people in
carrying out assessments. Most attempts to define a good model for
assessment have tried to encourage this wider view of the problems
potential services users may face, for example the Learning Materials
on Mental Health (1996). However, it is perhaps an indication of the
limited impact of these attempts that the Department of Health has
had to revisit guidance on effective assessment and is now requiring all
those who provide support to older people to collaborate in carrying
out these assessments.
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One attempt to develop this wider view in relation to Britain’s black
and minority ethnic communities is by Dutt and Ferns (1998).Applying
their holistic model to assessment with black and minority ethnic older
people means taking into account a range of factors, including:

* social factors (such as the organisation of care in families);

* economic factors (such as the experience of poverty);

e political factors (such as racialised immigration policies that hinder
black and minority ethnic people from reforming their families after
immigration);

* psychological factors (such as the onset of depression with the
recognition by some black and minority ethnic older people that
they are unlikely to be able to ‘return’ to their birth country).

In addition, assessment of individual need seeks to identify discriminatory
barriers in order to remove them.

Adopting this model requires practitioners to look specifically at the
variety of ways in which black and minority ethnic individuals and
communities utilise informal support to cope with living in Britain.
An example of this is the church or Mosque or temple-based support
services that have sprung up in the places where black and minority
ethnic people live.

Potentially, there are several barriers to carrying out effective
assessments with black and minority ethnic older people. These barriers
include:

e lack of knowledge of social care among black and minority ethnic
communities;

o care workers’ lack of knowledge or stereotypical views of the lives
of black and minority ethnic older people;

e failure to take into account the experience of racism;

e failure to adopt a holistic model of assessment.

A particular manifestation of these barriers is the adoption of an
ethnocentric value base. Social care provision is informed by values,
many of which are promoted by the government and agencies, but
some are influenced by the values of workers. While multiculturalism is
a value that is often promoted, how we translate this into action is less
clear. In this context there is the potential for an ethnocentric model
of assessment becoming dominant (sometimes the term Eurocentric is
used).This means that the values of one ethnic group begin to be seen as
natural or normal and assessment and actions are then influenced by this.
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So, for example, the focus on individuals as opposed to communities
may be seen to be the result of the importance attached to individualism
in West European society. Care would need to be taken not to develop
stereotypes (for example, all black people are the same). However, being
aware that an ethnocentric model poses the problem of seeing one
ethnic group’s lifestyles as normal is also essential.

As noted above, the evidence of continuing failure properly to
assess the needs of black and minority ethnic service users is that
they continue to report a lack of satisfaction with services (Audit
Commission and SSI, 2004) and are not able to exercise choice and
control in their lives. Therefore, an element of future action is to ensure
that the requirements of the Single Assessment Process to take a wider
view or holistic approach to assessment does mean developing practice
that engages black and minority ethnic service users and does not result
in them continuing to be seen in stereotypical terms or made to fit in
to services designed for others. In this context, it is worth repeating
the Commission for Social Care Inspection’s (CSCI, 2006) emphasis
on the need to improve the commissioning of care services so that
they meet the needs of minority ethnic groups.

A point worth noting here is that often this debate about appropriate
assessment surfaces another debate: who is best suited to carry out these
assessments and provide the service identified? Often the conclusion to
these questions is black and minority ethnic workers. While a research
gap persists in understanding the contribution of black and minority
ethnic workers to better practice (Butt and Davey, 1997), it is possible to
argue that we need to be careful not to come to essentialist conclusions
— suggesting that you have to be black to work effectively with black
workers — but instead explore the skills (such as keeping users informed
[Thoburn et al, 1995]) and knowledge base that these workers bring
to the relationship with service users.

An important step is to consider existing solutions. For example,
there is now significant practice-based experience of the use of ethnic
matching in the provision of home help and home care services.
Some social services departments have developed specific home care
services for the Bangladeshi and Chinese communities, and others have
recruited black and minority ethnic home carers into their mainstream
service (Mussenden and Yee, 1998).

Another starting point for the development of services may be to
adapt or refashion existing services, as in the case of Milton House, a
residential home run by Bradford Social Services Department. Butt
et al (1999) document how a wing of this residential centre was set
aside for use with Asian older people. Staff with the right skills were
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recruited. A change in policy was also instituted: they would accept any
older Asian person who was referred to the service. There was also to
be a mix of service, some of it day care, some of it residential.

However, the evidence also suggests that for the most part this form
of appropriate provision is limited in its availability, and that mainstream
provision is still struggling. As a result, it is likely that the provision of
support may involve considerable negotiation of existing services and
may encounter some difficulties in meeting care needs.

Voluntary and community organisations

Another starting point may be to learn from the black and minority
ethnic-led voluntary and community organisations. Interest in any
evidence of ‘supportive services  has increasingly focused on these
organisations (Butt and Box, 1997). There is some evidence of
mainstream services being described as supportive (Murray and Brown,
1998). Often, however, it has been black and minority ethnic voluntary
organisations that have been said to be providing supportive services.
An example is Yee and Mussenden (1998) who detail the home care
service provided by a voluntary organisation in Wandsworth. Butt and
Box (1997) record the day care and befriending services provided by
another organisation in Leeds.

This evidence of supportive services provided by black and minority
ethnic voluntary organisations has meant that there has been some
attention paid to these organisations since the early 1990s (Butt, 1994).
Those who advocated for black and minority ethnic organisations, and
some of their users, pointed to a number of factors contributing to their
success in providing support to black and minority ethnic older people
factors, such as these organisations’ ‘practice’, the trust and confidence
their users have in them, the employment of black and minority ethnic
workers, their ability to communicate effectively and their geographical
locations. Importantly, the consultation process that has informed the
Joseph Rowntree Foundation’s call for proposals once again saw black
and minority ethnic older people highlight groups such as SubCo in
East London, the Pepperpot Club in West London, Leeds Black Elders
Association and the Merseyside Chinese Association as examples of
groups that provided supportive services.

Yet there is little systematic information available to support these
views. For some of these organisations there is little information on
the make-up of older people who use their services. Furthermore, like
many other social care agencies, black and minority ethnic voluntary
organisations also struggle with the question of how effective their
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services are. Sometimes this has resulted in funders using financial
management as the principal factor in deciding whether a group
receives support, rather than the effectiveness of the service they
provide (Butt, 1994). Also there is little information on what, if
anything, these groups are doing to evaluate the effectiveness of their
services. While funding organisations are increasingly demanding that
these organisations collect and produce this information, there is little
evidence to suggest that these organisations are doing any better than
their counterparts in health and social care (Butt and Box, 1997).

Nevertheless, their black and minority ethnic users continue to
identify them as supportive and valued. Further, beyond the social
capital sometimes available to these communities in the form of families
and friends, it appears that black and minority ethnic voluntary and
community organisations appear to be an important element of this
social capital. Worryingly, the lessons for other organisations who work
with black and minority ethnic services appear to be trapped within
these organisations as there seems to be little in the way of systematic
knowledge transfer.

Conclusion

The power of appropriate support provided when people require it
can transform the opportunities and quality of life of those in need.
However, when choice and control is limited or undermined by racist
stereotypes or a failure to engage users in identifying needs and how
they can be effectively met, then social care perpetuates discrimination
and disadvantage. A review of the evidence would suggest that for
the majority of black and minority ethnic people approaching social
care providers in 2007, their experience will be different from what
would have happened in 1987 and certainly difterent from 1977.The
improvement over these time periods is likely to be greatest if support
is now being sought from black and minority ethnic-led voluntary
organisations. In part, this is because these organisations appear to be
better able to engage black and minority ethnic people in identifying
their needs and agreeing what support is needed and how it is best
provided. In part, it is also because these organisations are more likely
to exist in sufficient scale for people to know of their existence.
However, the overall prospects for black and minority ethnic service
users still remain patchy and, for a significant number, poor. Importantly,
the evidence for this picture is not only provided by small-scale studies,
but emerges from large-scale datasets, as well as inspection reports, of
many of the regulators involved in the field of social care. The fact that
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this picture repeats that which emerged 20 and 30 years ago may not
be surprising but certainly should be shocking. The shocking value of
this picture is not because mainstream provision has ‘improved’, while
services to black and minority ethnic communities have not, but a
result of the constancy of this picture. We have known for some time
about the limitations of support provided and the existence of needs,
yet have failed to transform social care to ensure that it increases choice
and control for all those who need support. Worryingly, because of the
piecemeal nature of changes that have taken place, it sometimes appears
that significant improvement is as far away as ever. Also, the piecemeal
nature means that the changes that have taken place have not had the
impact that they may otherwise have done.

Evidence that a holistic approach to understanding needs of these
communities, and the comparative success of voluntary and community
organisations in securing positive approval from black and minority
ethnic people, does hold out the possibility that improvements are
teasible. Whether this means that we all have to adopt a community
development approach in social care is not something that can be
argued for on the evidence presented here. However, it can be argued
that for those who are experiencing discrimination and disadvantage,
this seems a more productive approach. An approach that learns to
work with the social capital in these communities (whether it is the
way individuals and families organise themselves in the face of limited
support from mainstream agencies, or whether it is the comparative
success of voluntary and community organisations) certainly deserves
greater attention. This also has the possibility that change in policy and
practice impacts not only on black and minority ethnic communities,
but on all communities. It is perhaps, also, when we will see the new
emphasis on citizenship move from rhetoric to reality.

Finally, a note of concern must be recorded. The new managerialism
with its focus on targets and efficiency that appears to ‘win’ the battle
in social care may mitigate against a community development approach
where we still appear to be working out what is a target and how we
know when it has been met. Without engaging in this debate about
targets and their measurement, we will not be able to engage in the
thornier debate as to what is cost-eftective in providing support.
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TEN

Community care development:
developing the capacity of local
communities to respond to their
own support and care needs

Deborah Quilgars

Introduction

This chapter evaluates the successes and challenges experienced in
developing a Community Care Development Project. In recognition
of the lack of joint work on ‘community care’ and ‘community
development’, a three-year pilot project was established in Hull in
1999 by a partnership of local statutory and voluntary sector agencies
to find out whether the community sector could be supported in
addressing unmet low-level support and care needs. The chapter begins
by outlining the national and local background to the project, before
moving on to document the approach taken.The extent to which the
project had a measurable impact on communities is then considered,
and, in particular, the extent to which it met the community care needs
of local communities.

Policy background: why a ‘community care
development’ project?

Community care has, for the most part, been narrowly defined. In the
1990s, central government policy on community care encouraged limited
statutory resources to be increasingly targeted on those with the highest
level of health and social care needs; and away from lower-level, often
preventative, services (Audit Commission, 1998). At the same time, the
numbers of people with support needs living within the community in
ordinary housing increased (Burrows, 1997). However, the importance
of low-level and preventative support for both traditional community
care users and for a much wider group of ‘vulnerable’ people (for
example, homeless people) was re-acknowledged by the end of the
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decade (Quilgars,2000). In particular, the Supporting People programme,
launched in April 2003, provides housing-related support to 1.2 million
vulnerable people to help them live more independently.

The government recently identified how Supporting People works
with three needs groups: people who are also in receipt of care
services, people living independently with support only, and people
experiencing or at risk of social exclusion (ODPM, 2005a). However,
connections between Supporting People and Department of Health
agendas have remained limited (Audit Commission, 2005), while those
with social exclusion agendas have been weaker still. Although it has
been recognised that ‘supporting people to live independent lives
is an important element of building better communities’ (ODPM,
2005a, p 4), Supporting People continues community care’s primarily
individualised approach to delivering assistance to people in defined
target groups (including a recent suggestion to introduce an individual
budget approach).

Despite most caring activity still being undertaken by families and
other informal carers, community care has tended to be associated
with care in the community; that is, care being delivered in a particular
location, rather than as care by the community (Bayley, 1973). Moreover,
despite social work’s early origins in community work, the wider
community as a whole has rarely been involved in formulating policy
and delivering social and health services (Barr et al,2000). Although the
Choosing Health White Paper (DH, 2004) highlights successtul examples
of supporting local people to identify their needs in the development
of healthy communities, the real impetus for community-based
initiatives has been driven through social exclusion agendas, via the
new commitment to neighbourhood renewal (SEU, 2001) under the
Neighbourhood Renewal Unit in the Department for Communities
& Local Government (DCLG). Overseeing this, is the government’s
£38 billion Communities Plan, which focuses on improving people’s
housing, neighbourhoods and quality of life (ODPM, 2003), which
includes a goal to assist vulnerable people in securing and maintaining
housing, further expounded in the recent five-year plan in this area
(ODPM, 2005b).

The government also has a strong policy interest in the role of
volunteering and, more broadly, active citizenship. The Home Oftice
Active Communities Directorate (first set up in 1997) was relaunched
in 2002 to support greater participation in society. Recently, its work
was moved from the Home Office to the new Office of the Third
Sector in the Cabinet Office (along with social exclusion), emphasising
its sustained importance from the government’s perspective. Research
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has shown that levels of participation in voluntary and community
activities are lower in deprived areas compared with more wealthy
areas (Home Office, 2002). The Civil Renewal Unit also has similar
interests in participation in society and has also recently been moved
to the DCLG, bringing it closer to neighbourhood renewal priorities.
It is evident that a number of government departments or offices are
responsible for issues that might cross over between care, support and
community issues. The DCLG recently became the new lead for the
cross-departmental Together We Can campaign, which attempts to link
participative opportunities across departments.

Community development, with its roots in community work, has
traditionally been the vehicle through which community participation
and activity has been encouraged and supported (Craig, 1989). While
this term is rarely utilised at the national policy level, allied or sub-
approaches have received attention and the government has recently
put in place a community ‘capacity building’ framework (Civil R enewal
Unit, 2003; Home Office, 2004), following the seminal work by
Putman (2000) identifying the importance of social capital. The full-
time equivalent of 20,000 workers are carrying out this type of work
across the UK (Taylor, 2006). Community involvement in mainstream
service delivery (across areas such as health, crime, employment and
housing) in deprived areas has also received recent attention (ODPM,
2005¢), as well as more generally being emphasised in new Local Area
Agreements.

However, despite a high priority on the role of communities,
regeneration planning in practice has largely ignored the specific
housing, care and support needs of vulnerable people (Fletcher, 2000).
A clear example of this is how Single R egeneration Budget initiatives
effectively excluded, although through omission rather than intent,
disabled people from community regeneration processes (Edwards,
2001).While community development has always had a concern with
nurturing common interests, and a half of community capacity-building
projects are focused on particular groups (for example, young people,
older people), the potential conflicts of working to universal, generic
objectives and targeting specific groups within overall regeneration
policy has been highlighted in the past (Brownhill and Darke, 1998).

As a result of the mismatch between community care/support policy
and regeneration policy, a number of commentators in the early 2000s
argued for bringing these two policy domains closer together (for
example, Fletcher, 2000; Edwards, 2001). However, to date, only one key
study has focused on both the role of community care and community
development: an action research project in Scotland (Barr et al, 2000).
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This study demonstrated a range of benefits to taking a community
development approach to the formulation of community care policy;
and of incorporating a community care perspective into social inclusion
agendas. The study reported on here represents the first evaluation of
an English Community Care Development Project.

The Community Care Development Project:
definitions and approach

The starting point for the development of the Community Care
Development Project in Hull was recognition by both the local
authority and voluntary sector providers that tightening eligibility
criteria for statutory community care services meant that an increasing
level of lower-intensity care and support needs were going unmet in
the community. The local Council for Voluntary Service approached
social services with a suggestion about exploring the untapped potential
of the less formal voluntary and community sector:

‘The one thing that was missing from community care had
always been communities themselves. What community
care actually meant was established voluntary organisations
(or newly established voluntary organisations) and social
services and health moving to extend more provision into
non-institutionalised care — what had never happened was
social services or anybody going to talk to communities
about the care that they provided and the potential for
communities to become more caring. (Voluntary sector
representative)

A successful Joint Finance bid (for £94,000) led to the establishment
of a three-year project that involved the employment of one full-
time community care development coordinator in the community
development organisation, Hull Developing Our Communities
(Hull DOC).The project worked within an inter-agency framework,
with a multidisciplinary Steering Group overseeing its development.
In addition, the Joseph Rowntree Foundation funded a three-year
evaluation of the pilot project, undertaken by the Centre for Housing
Policy, University of York.

‘Community care development’ as an approach has few precedents.
As with the only other study (Barr et al, 2000), the project was directly
informed by the process of‘community development’. The Community
Development Foundation defines this as:
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A range of practices dedicated to increasing the strength
of community life, improving local conditions, especially
for people in disadvantaged situations, and enabling people
to participate in public decision-making, and to achieve
greater long term control over their circumstances. (Www.

cdt.org.uk)

The Hull model of community development included a focus on the
following key elements:

e Local communities: the project was set up to work at a local,
geographical level, working with local residents as well as agencies.
The starting point was not specific client groups or communities
of interest.

e Tackling disadvantage: as with much community development work,
the project sought to address issues of social inclusion wherever
relevant.

*  Community-led focus: the project was designed to help communities
to identify their own needs, rather than starting with predefined
ideas of need. It had no brief at the outset to develop services or
activities in particular ways, or to particular models.

* Participation: a crucial element of the project was the participation
of community members, both generally and those with specific
community care needs.

e Activity: the project was explicitly concerned with generating
increased activity at a local level.

e Sustainability: the project was concerned with ensuring that any
activities were not contingent on the long-term support of the
project for their success.

* Empowerment: there was an overall concern with giving control
to local communities and helping them to articulate their needs to
more formal agencies.

The ‘community care’ component of the project was less well defined.
The project Steering Group members, as well as some local social and
health professionals, understood the project as being about the provision
of low-level support services. However, community representatives
interpreted the term in a much broader sense as representing a ‘caring’
community and the process of trying to regenerate community spirit,
rather than referring to any formal statutory definition. In addition,
some local players involved in the project were quite unclear as to the
meaning of the term.
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The project coordinator developed a staged approach to community
care development at the local level, drawing on the above community
development principles. It was possible to discern five key stages to
this process:

(1) Selecting project areas

At the outset, the Steering Group chose two areas for the project to
focus on. Two contrasting deprived neighbourhoods of Hull were
selected: a primarily social housing area (New Bilton Grange) and an
area of mainly private housing (Hessle Road). It is important to note
that the communities were not consulted about the project working in
their areas.While in one area the project was welcomed immediately, in
the other this process took some time. In future work, it was agreed that
local areas should be consulted about their potential involvement.

(2) Identifying unmet care and support needs

A process of identifying unmet care and support needs was ongoing
throughout the project. However, the project commenced with a
period of consultation with community groups and agencies and
gathering of data on needs. Social services and health recorded unmet
need for a period of two weeks. In one area, this stage of the project
was greatly facilitated by a participatory appraisal research project
being based locally and run by the same organisation that employed
the project coordinator. Identifying need in the other area was much
more difficult.

(3) Building up relationships and partnerships

The project established a local office base in each area, choosing to site
itself in existing community facilities (church premises in both areas),
rather than formal statutory or voluntary sector settings. However,
identifying a base in one area proved difficult; this impacted adversely
on the project, making it hard for the project to develop a community
presence.

A process of meeting and building relationships with community
members and agencies was an early task. Once the project had met
groups and agencies separately, community lunches were held in both
areas, providing an opportunity for introductions and cross-fertilisation
of ideas in an informal setting. Partnerships with the community
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(individuals and groups) and, in some cases, agencies, emerged from
this process.

“What I do, as the team manager, is go to the community
lunches, the networking meetings that occur, and that is
extremely valuable in as much as I go, you always meet
different people, you get talking about what kind of things
might be going on at the community centres, what things
are going to be set up, how you can link in. (Health
representative)

(4) Working with existing and new community groups

A large role of the project involved capacity building with local groups
and networks (ODPM, 2004). The project provided flexible support
to help local people set up new community groups and activities, as
well as helping existing groups to extend their role. Over the three-
year period, the project worked very closely with a number of active
community members' who were sometimes struggling to get initiatives
off the ground; providing support with confidence raising, applying
for funding, developing constitutions and so on. Once established, the
project provided ongoing support to groups and activities on a needs-
led basis. An important part of the project involved helping groups to
identify relevant resources to ensure the long-term sustainability of
activities (with £500,000 being generated for new initiatives in the
area over the three years). One member commented:

“Well, to be honest, [the project] has got a lot of knowledge
that we haven’t got, where to get money from or who
to approach if you need help. I mean, 'm totally new to
community work.... [The project| has got a lot of contacts,
without which we wouldn’t, couldn’t have got as far as we
have. (Active community member)

(5) Developing a community care development strategy

The final aspect of the process of community care development was
working towards the adoption of a community care development
strategy at the City of Hull level. This involved participation in city-
wide forums and representations to statutory and voluntary sector
organisations. Although most of this work was undertaken by the
coordinator and Steering Group members, active community members
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also got involved in some presentations to promote the work of the
project in their area to a wider audience. While the project did not
succeed in developing a city-wide strategy as intended, it did have
a direct input into the establishment of two new projects in Hull: a
research project focusing on people with learning difficulties and the
community, and a second Community Care Development Project,
established in another area by social services and the local council.

“To get something fairly new on the agenda and to get it
accepted, you know, so that it becomes part of the strategy
for the city, takes longer than three years. It’s as simple as
that really, because you are talking about changing an awtful
lot of people’s minds.” (Project worker)

‘Community care’ developments

The process of community care development gave rise to a number of
new initiatives at the local level that would not have occurred without
the input of the project. In most cases, these initiatives represented
outcomes of the project, in so far as they were the consequences of
the direct intervention of the project. However, due to the facilitative
nature of the project, initiatives often represented an interim stage
towards final outcomes (for example, the project led to the setting up
of activities, which then produced outcomes for those involved). In
some cases, outcomes or benefits were contested. The three key types of
developments arising from the project are outlined below: community
networks, facilities and activities. Within each category, two questions
are considered:

* To what extent were these ‘community care’-related developments?

* To what extent did the initiatives lead to community care outcomes
in terms of meeting unmet support needs within the local
communities?

New community networks

One of the main outcomes of the project was the establishment of
new community ‘networks’, where local people and, to a lesser extent,
representatives of organisations came together in formally constituted
groups to address locally identified needs.

In one area, a ‘Community Network’ was set up by key community
stakeholders to provide support to local residents in addressing issues of
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individual and community concern.This network was a successtul grass-
roots development with widespread community support that proved
sustainable beyond the end of the project, its development assisted by
initial funding from the Community Initiative Budget (£50,000) and
a subsequent major grant from the European Regional Development
Fund (£234,800) for the appointment of four workers. The network
was not centrally concerned with community care issues, rather it
responded to wider concerns of the community. However, following
considerable worries over the anti-social behaviour of young people in
the area, the network established aYouth Network to attempt to address
these issues (see sections below). In addition, the network represented
the area on other forums and bodies and organised community events
more generally. It was recognised by formal statutory and voluntary
sector bodies as a key contact point for the local community.

‘I think the great value of the network is it provides structure
and identity for the community to get into relationship with
other bodies” (Community member)

In the same area, a ‘Community Care Forum’ was set up specifically to
address care and support issues. This was established by the project itself
(no further funding) to bring community groups and local agencies
together to discuss and respond to community care needs. Regular
meetings were held over a period of a year, and while the forum
was useful in bringing people together who had shared interests in
addressing community care needs, the group dissolved when the pilot
project ended. A number of reasons were given for this. First, joint
working arrangements had constrained progress, including the lack of
representation by health agencies, and group members having different
overall objectives for the forum. Second, the group experienced
difficulties in getting initiatives off the ground, largely due to a lack
of funding and volunteers (see section below). However, the forum
ultimately dissolved because ownership by the community and local
agencies had not sufficiently been achieved.

These networks did not lead directly to any measurable outcomes
for more vulnerable members of the community, but in the case
of the Community Network indirectly had an impact through the
establishment of activities (see below).

Establishing new/extending existing community facilities

Many agency representatives, and some community members, felt
that an important benefit of the project was extending the range
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of community ‘facilities’ (that is, buildings/venues) available to local
residents. In both the study areas, support to, and work with, the
local church led to the opening up/extension of church premises for
community purposes, when previously there were inadequate resources
available to achieve this. In addition, in one area, a local community
centre opened its doors to young people, where previously the centre
had been predominately used by older residents. A purpose-equipped
youth facility was also established in the local church. In the second area,
the project was also instrumental in setting up consultative mechanisms
to work towards the establishment of a community centre.

As with community networks, these new and extended facilities
did not represent community care outcomes in themselves, but in
some cases led to processes and activities that met the needs of more
vulnerable members of the community (see below). In addition, local
organisers recognised that they themselves benefited hugely from their
involvement in running community facilities.

“Well, I repeat myself time and time again, for us, God loving,
you’ve all got husbands, we haven’t, to us [the community
centre] is a lifeline’

‘It’s surprising how many people who come in now are
alone...” (Active community members)

New community activities

A range of community activities emerged with the support of the
Community Care Development Project. A number of modest but
popular activity-based groups were set up including a crafts group, a
local history group and an indoor bowls club. A major development in
one area was the establishment of a community-led, inter-agency youth
network, with outreach and centre-based activities. At the request of
the local community centre, a health garage was set up and run from
the centre for the local community. A range of other one-off activities
were arranged with the assistance of the project, including lunches for
older residents and hosting summer activities for disabled children.

Activity-based groups

The activity groups (for crafts, history and indoor bowls) proved
successful initiatives that ran during and after the pilot, usually on a
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weekly basis, attracting an average of 10-15 people each week. They
were organised by local community members, and supported by the
project. The groups had not conceived of themselves as having a
particular role in supporting people who were defined as falling within
a community care group. Rather, they encouraged local people to
use the activities, irrespective of whether they had a disability, mental
health problem and so on. While the groups supported few people
who were in touch with formal services, a number of people with
disabilities, particularly older people with mobility issues, were members
of community groups. In this way, the groups may have offered a
preventative, low-level support mechanism to people.

Further, some groups clearly had a general philosophy that
incorporated a concern for caring for other community members,
or addressing wider social issues that were of direct importance to
the health and social welfare of communities. A couple of the groups
explained that a guiding principle of the group was to be as welcoming
as possible to more vulnerable members of their community who might
have limited opportunities to socialise. A couple of interviewees who
had worked with the Community Care Development Project felt that
this philosophy had been directly influenced by the role of the project
and its focus on community care issues.

‘There are a lot of lonely people on estates that don’t see
anyone and I think that the idea behind this group was to
have somewhere that people could come and, whether you're
interested in crafts or not, it’s a get-together and I mean, we
do difterent things,and there’s always something that someone
can do, we try and find something don’t we?’

‘... even if someone wants to come and have a talk’

‘If they just want to come and sit and have a cup of tea’
‘Just to get out of their house and meet somebody....’
(Active community members)

Another active community member commented:

‘It goes further than just groups because what it does is it
brings people together, some of the people who come to
these groups now didn’t mix, didn’t socialise, so its alleviating
the social exclusion of people, they are becoming socially
included ... I think there is an element of it in all groups,
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but with these groups, because they were set up under
that auspice, I think people have come together wanting
to care more.

Youth activities

Arguably, a definition of community care should include caring for
marginalised young people within the community. The Community
Network (see above) set up a Youth Network that ran centre-based
activities two to three times a week with support from the youth
service and sports development, and funding via the Neighbourhood
Support Fund (£76,800) and the Single Regeneration Budget 6
(£131,000). Nearly 70 young people between the age of 10 and their
early twenties were supported in the first year. This work led to some
positive community-oriented benefits. First, the police, youth workers
and some community members, although not able to measure the
impact precisely, felt that the young people had reduced their anti-social
behaviour and criminal activity that had been perceived as impacting
on the decline of the area.

“This is a particularly bad area, in that the youth in the area
were, over the last two years, have been absolutely running
amok, its been really difficult to control them.... I mean
our aim is to lock them up!... But that is only short-term
hits really, in the longer term there has to be some way of
stopping the kids doing it the first place, and I think that
the Network and its associates have been working with the
kids for quite some time now, they’ve been diverted from
the streets into youth clubs ... and [the area] is improving.
(Police representative)

In addition, there were signs that the young people were caring more
for themselves and the wider community. One of the aims of the
Community Network was to address intergenerational conflict in the
area and, in small ways, this was starting to be recognised. For example,
some young people would join in with the local bowling group.
However, most agency representatives recognised that there was a long
way to go before this aspect of the Youth Network’s aims would be met.
These examples of increasing community caring were only witnessed
by a minority of residents, many of whom were already predisposed
in favour of attempting to include young people. For many residents,
however, the issue of intergenerational problems remained.
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Health garage

Responding to the expressed needs of community members, the
Community Care Forum (see above) supported the development of a
time-limited (six weeks) ‘health garage’in one area.This involved health
professionals running open sessions offering surgeries, health promotion
and allied activities in the local community centre. This initiative
involved partnership working between agencies and community players
(with funding from the existing Community Health NHS Trust budget
and the community providing the venue) that attempted to address
both statutory and community aspirations. Agencies were willing to try
new ways of working, in community settings, where previously they
had little involvement with the local area or community. Community
members felt that a number of health benefits had arisen from the
work of the health garage, although some of these were contested
by health professionals, with the two groups placing importance on
difterent health gains. For example, community members stressed the
benefit of being able to discuss and share their health issues with other
local people, whereas professionals were concerned that those using
the service were often already visiting their general practitioner and
they were duplicating effort.

Community lunches for older people

A couple of community lunches for older people were organised by
the local church via the Community Care Forum. Despite the church
securing funding to continue this activity, the lack of volunteers meant
that community lunches were unable to be set up as a regular event.

Summer activities for disabled children

The local community centre hosted a summer camp, run by a voluntary
organisation, for children with learning difficulties. However, as with
the health garage, outcomes appeared to be contested. The workers
had found the experience of using the local community centre quite
problematic. They felt that the venue had been unsuitable as it had not
been possible to provide the level of protective environment that they
had hoped for their young users with learning difficulties. While the
centre’s committee and volunteers had been very welcoming, they had
found other users of the centre less happy. They also lost equipment
tollowing a break-in. It was not possible to comment on whether the
young people with learning difficulties were troubled by any of these
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issues. However, another local disability organisation explained how
the same local community centre had been always welcoming to their
users, with a couple of people regularly attending local activities and
enjoying the social benefits of taking part in activity-based groups.

Generally, there was a perception that it was more difficult for
community groups to support people actively with more pronounced
community care needs. Social and health agencies explained that this
might not be appropriate in many cases as often skilled staff might be
required, but there were not the resources available to provide this
lower-level support.

‘Really I suppose a lot of our client group may be too ill or
their needs are too complex really for them to be accessing
local community things such as that because their needs
couldn’t be met, you know there wouldn’t necessarily be the
skilled staff there to help.” (Social services representative)

A successful model?

The overall aim of the project was to encourage and facilitate
communities in their support of their more vulnerable members. The
experience of the Community Care Development Project was that
there was already significant informal caring of families, friends and
neighbours within the two communities. The aim of the project was
to explore whether these considerable resources could be developed
within community groups and other grass-roots activity.

The extent to which the project’s main aim was achieved is largely
dependent on how ‘community care’is understood. Overall, the project
was most successful in addressing broad community development issues.
However, as indicated above, community representatives defined the
project’s ‘community care’ role very widely as promoting a healthy
and caring community. Using this definition, much of the general
community development work could be considered as contributing
to a community’s ability to care for itself and its members. Increased
participation and local activities are likely to be signs of a healthy and
functioning community.

Using a more specific definition of community care, concerned
with the support of more vulnerable members of the community,
the project was less successful in meeting its aims. Nonetheless, the
project did succeed in a number of areas. The project promoted and
encouraged the development of a caring and supportive approach
within new community activities. Community networks and forums
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also examined community and health issues that they might not
otherwise have done. In addition, the work with young people, although
problematic and challenging, appeared to mark an important turning
point in the communities’ ability to care for their youngest members.
In addition, it was clear that young people were explicitly viewed by
other local residents as a ‘problem’ and barrier in developing a ‘caring’
community. For example, many older residents did not feel safe living
in the area. Addressing youth and intergenerational issues was likely
to be a prerequisite to the development of other community care
initiatives of a more traditional nature. In addition, prevention in terms
of community safety issues and social exclusion agendas was being
addressed as well as the support needs of young people.

Little activity was developed that sought to include local people
who had more traditional community care needs. This did not mean
that some community groups did not include individuals with, for
example, depression, mobility problems or mild learning disabilities,
rather that communities did not necessarily find it easy to establish
contact with specific scheme-based initiatives in the area, or people
who were presently isolated in the community.

There was a range of barriers to community care development. First,
the community did not feel as though it possessed the relevant skills
and experience to provide some types of support. In consequence,
while community groups were able to set up and sustain interest-
based activities, more complex social or health interventions required
the explicit support of local reliable and skilled volunteers. The lack
of social capital in the two areas meant that few volunteers were
available to offer their services. In both areas there appeared only to
be a small number of volunteers who were willing to, and interested
in, organising groups and activities, reflecting the national lower levels
of volunteering in deprived areas (Home Office, 2002) and the need
for ongoing support in this area (Civil Renewal Unit, 2003).

Second, for larger interventions, such as the youth work and
health garage, formal support from statutory or voluntary agencies
was paramount alongside community volunteers. However, different
priorities, timescales and cultures within the statutory sector could
sometimes delay or even undermine the work of community groups. In
addition, frequent staft changes in the formal sectors sometimes made
planning of initiatives more difticult. While the project assisted key
active community members in successfully negotiating and working
alongside more formal agencies, the problem of power imbalance
between the two sectors remained.
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Third, it was also important to be aware that ‘needs’ were often
contested, often defined difterently by different parties, making the
overall impact difficult to assess. For example, meeting some of the needs
of young people (for example, in opening up community facilities for
them), meant that some other members of the community felt that their
needs had been put at risk (for example, in not feeling comfortable in
using the community facility). The statutory sector also measured need
differently to the community, as seen in the case of the health garage.
The project attempted to bridge the gap between the two sectors but
it was clear that ongoing development work was required to enable
community and statutory sectors to communicate more effectively
and agree (and fund) joint priorities for local areas, hopefully an area
that will receive greater attention following the Choosing Health White
Paper (DH, 2004) and Communities for Health pilots.

Perhaps most importantly, the experience of the Community
Care Development Project highlighted how communities tended to
prioritise high-profile and impact issues at a local level over care and
support needs. In one area, pressing issues of widespread poverty, crime,
out-migration and house clearances made it particularly difficult for
the community to address more specific community care issues. In this
way, the local context directly shaped the nature of the project. A lack
of other community workers meant that the project felt a responsibility
to respond to these community development needs. This meant that
unmet support and care needs were at risk of being marginalised in local
discussions as they were more individualised and therefore less visible.
The experience of the pilot project suggests that community initiatives
need to be supported by the formal sector in order to achieve successful
community care development. However, even more importantly, there
remains a clear need for future projects of this nature to support the
involvement of community care and Supporting People service users
more explicitly in local planning processes.

Note

"The term ‘active community member’ was chosen by the Joseph Rowntree
Foundation Advisory Group as the preferable term to describe local people
who were actively involved in community activities (including those leading

initiatives).
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ELEVEN

Neighbourhood Care Scheme:
the ‘Coronation Street’ model
of community care

Marylynn Fyvie-Gauld and Sean de Podesta

Introduction

This chapter draws on an evaluation of a Neighbourhood Care Scheme
in Brighton and Hove. It presents a unique example of community and
community spirit and demonstrates how volunteering can flourish in
such a way that everyone benefits. Since 1998 the scheme has grown
from 23 users and seven volunteers to involve over 300 users and 126
volunteers, representing in 2005—06 a total of over 2,812 visits and 5,098
volunteer hours. This scheme fits well with the philosophy of the White
Paper Our Health, Our Care, Our Say: A New Direction for Community
Services (DH, 2006), which calls for a more prominent role for the
community and voluntary sectors in the delivery of social care.

The chapter questions, however, the capacity of volunteers to deliver
such care on a consistent and long-term basis.

Background

The government has long recognised the important contribution the
voluntary sector makes towards citizenship as a form of responsibility
for others.As Charles Clarke pointed out when he was Home Secretary,
‘The voluntary and community sector is the invisible glue that holds
society together, builds social capital and empowers individuals to make
a difference in people’s lives’ (ChangeUp and ChangeAhead, 2006).
It is the ability of the community and voluntary sector to harness
social capital within a network that helps create social cohesion. As
Putman (2000, p 19) argues, ‘social capital’ calls attention to the fact
that civic virtue is most powerful when embedded in a sense network
of reciprocal social relations’. Perhaps because of the local nature of
the community and voluntary sector it is in a unique position to
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create networks of trust that bind communities together and create
opportunities for cooperative action (Cohen and Prusak, 2001, p 4).
The community and voluntary sector is able to act flexibly and it is
this that creates its strength by responding directly to the diversity of
the community (Bowers et al, 2006).

As this chapter shows, the Neighbourhood Care Scheme (NCS) is
well placed to create the opportunities necessary for people to volunteer
and to provide a service that supports people within the community
and helps in the fight against social exclusion. Perhaps because of its
community ownership the scheme has the flexibility and also the
concern of a small organisation;as one volunteer respondent suggested,
‘it is homely’.

Certainly, given its aims, the NCS might have a role to play in
the overall provision of health and social care to individuals in their
own homes. However, its relative success in recruiting and utilising
volunteers to provide neighbourly support to vulnerable people raises
questions about how society is organised so that these neighbourly
impulses have to be formally directed because occasions to exercise
them do not naturally arise. This is a question not simply about how
health and social care is provided to individuals who need it, but of
how fellow citizens/neighbours relate to each other within the existing
social set-up.

Background to the NCS

Brighton & Hove NCS is a good-neighbour scheme supporting
older people (aged 60+) and other age groups with physical/sensory
disabilities living on their own by recruiting local volunteers to support
them in a variety of ways from social visits, through assistance with
shopping and going out, to simple DIY and gardening. It was started
in the 1980s as a project geographically conforming to the social
services ‘patch’ areas and local government wards. The scheme was
based on a key volunteer in each neighbourhood coordinating other
volunteers who would visit vulnerable individuals identified by social
services. This structure functioned well until the key volunteers left,
after which time it became hard to maintain an active organisational
presence in the different neighbourhoods. In 1998 Brighton & Hove
City Council provided a grant to fund a volunteer coordinator; at that
point the scheme had seven active volunteers and 23 users on its books.
The new coordinator had the task of reviving the scheme in its existing
areas and starting it in two additional neighbourhoods.
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The years 1999-2003 showed steady increases in the number of
scheme users, the number of volunteers and the amount of work that
volunteers carried out. However, by March 2003 the scheme had
reached saturation point, reflected in declining volunteer numbers
and a backlog of assessments of new referrals. The scheme would have
ultimately failed — ironically, a victim of its own success — had it not
been able to attract significant new funding from the National Lottery
Community Fund (now the Big Lottery) and private trusts to employ
additional staft in 2004—-05. In that year the scheme was again very
active, its volunteers making over 2,200 visits and delivering 4,900
hours of direct support, compared to 3,500 hours in the previous
year (see Figure 11.1). It was also remarkably successtul in recruiting
volunteers — over 60 in the period. By March 2005 it had 135 registered
volunteers and over 300 users, and was again approaching saturation
point (de Podesta, 1999, 2001).

Figure | 1.1: Comparison of figures, April 1999-March 2005
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The evaluation

A three-year evaluation, on which this chapter is based, was
commissioned by Brighton & Hove NCS and funded by the National
Lottery Community Fund (now the Big Lottery). The aim of the
evaluation was to assess the success of the NCS in terms of supporting
people within the community and thereby eliminating social exclusion
as well as providing a social service. In addition, the evaluation looked at
why people volunteer and the reason behind the success of the NCS in

179



Care, community and citizenship

attracting volunteers. Importantly, the evaluation determined whether
the NCS is a unique scheme resting on the nature of a particular
type of community or one that can be replicated, with or without
modification, in other communities.

In order to make the evaluation as participatory as possible the
volunteers were invited to design the questionnaires and conduct
the interviews, with the University of Brighton acting as a managing
agency. In 2004 and 2005 a total of 50 randomly selected volunteers
were approached and 40 agreed to participate in telephone interviews.
In 2006 it was decided to reduce the strain on the volunteers and,
rather than interviewing them, mail out self-completing questionnaires,
which resulted in a reduced total of 40 volunteers. Out of a total of 28
randomly selected users asked, 20 agreed to participate in face-to-face
interviews in 2004 and 20 again in 2005.

Findings

More women than men volunteer, especially in social work and health
organisations (Kuntz, 2001). Our random selection of volunteers
revealed that 80% (n=32) were women compared with 20% (n=8)
men, an uneven ratio reflecting the construction of women as carers,
occupying the private, inside world while men occupy the political
outside world (Saraga, 1998). Kuntz supports this, suggesting that
male volunteers are associated with non-caring activities such as civil
protection organisations.

Our evaluation suggests that while some people are almost lifelong
volunteers, many others come to volunteering in retirement. While
this may be as a way of continuing the discipline of the workplace, or
as the complete antitheses to work (Davis Smith and Gay, 20006), the
NCS appears able to attract younger volunteers more than many other
organisations that seem reliant on retired people.

Volunteering

‘I could not manage my life at present without my
wonderful volunteer.” (Scheme user)

That voluntary and community groups can in some way rejuvenate
or replace neighbourliness is a long-held belief, particularly by
governments who have relied on the voluntary and community sector
to plug the gaps left by the statutory services. Northmore et al (2006)
argue that voluntary and community groups occupy a unique position
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spanning the statutory sector and the community and are able to provide
ad hoc as well as more structured provision. They state: “We believe the
sector can develop and champion initiatives to stimulate and maintain
neighbourly behaviour’ (Northmore et al, 2006, p 61). Such community
and voluntary activities depend on volunteers.

Our research asked how the volunteers rated volunteering, revealing
that 97% (n=39) answered excellent or good. Respondents were also
asked in what ways the NCS was of value to them personally. Clary et
al (1998) identify five possible reasons for volunteering: shared values,
selt-development, social reasons, improvement to a career and a way
of giving back to the community. Our evaluation replicated these
reasons.

‘Chance to help the community and meet nice people’
(Female, 35-44)

‘It gives me contact with people outside my own home
and meeting people.” (Male, 65-74)

‘Gives me a reason for living, my son and husband have
gone, it is nice to have someone who needs me. (Female,
65-74)

‘Doing something for someone else, you make a difference
to someone’ life; you show them that they have not been
forgotten.’ (Female, 35-44)

‘The feeling of being appreciated by others.” (Female, 18-
24)

‘Greater sense of befriending skills — communication skills
improved. (Female, 45-54)

‘More patient, greater understanding of the elderly. (Female,
25-34)

‘Patience, learning to speak clearly, understanding old age
and lack of movement. (Female, 45-54)

Values of volunteering

What creates value for volunteers? While altruism and self-interest
have emerged as the dominant motives for volunteering, these
should not be considered as two distinct and static forces; rather they
should be seen in a combination of dynamic influences (Cnaan and
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Goldberg-Glen, 1991). Our evaluation sought to find out how our
volunteer respondents considered the NCS was of value to the people
they assisted and to the community as a whole:

‘Lonely people, pleased to see you.' (Female, 65-74)

‘A huge difference, people are very grateful.” (Female, 45-
54)

‘The work I do for them benefits them. (Male, 65-74)

The majority felt that volunteering had a positive impact on the
community:

‘Keeps the community together.” (Female, 35-44)

‘It promotes a good and helptul atmosphere in the
neighbourhood. (Female, 35-44)

‘For any one person to feel better is an improvement for
the community.” (Female, 24-44)

‘It improves any neighbourhood by creating a community
spirit.” (Female, 25-34)

The evaluation wanted to know how the volunteers personally valued
volunteering. The responses appeared to corroborate Hodgkinson and
Weitzman’s (1992) study, which revealed that volunteer involvement
does appear to a large degree to be motivated by personal benefit:

‘Selfishly I feel I brighten someone’s day, for one afternoon
a week it fills a lonely person’s time. (Female, 55-64)

‘It is an opportunity to do something which is of help to
others. I feel good about it. I enjoy being useful to others’
(Female, 65-74)

‘Gives you an anchor, it’s a commitment. It is nice to feel
you can help someone who appreciates the company’
(Female, 65-74)

‘Getting a sense of fulfilment.” (Female, 18-24)

‘Feeling pleasure at being useful, gratified to be able to do
something.’ (Male, 65-74)
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Volunteer motivation

‘What makes people volunteer, what motivates them and what sustains
them in this role? There is a consensus that to a large extent volunteer
motivation can be divided into two paradigms; altruism and egotism.
According to Batson et al (1995) one cannot occur without the other
and, as Atkinson and Birch (1978) argue, even if the motive behind the
action may be constructed as selfish, the act itself is in all probability
entirely benevolent.

According to Bussell and Forbes (2001), community activities attract
half the population in the UK to volunteer at some point in their lives.
However, while the number of calls on volunteers has intensified in
order to address an ever-increasingly varied range of work, it would
seem that the numbers of volunteers has peaked, which has inevitably
led to organisations recruiting from a diminishing pool of volunteers
(Gaskin, 1998).

With this in mind, and taken against the background that many
organisations find recruiting let alone retaining volunteers problematic,
we asked the volunteers what it was that helped them sustain their
role as volunteers. Figure 11.2 shows that, as expected, the majority
of volunteers said that they continued volunteering because it was
rewarding. However, many also stated that being able to visit at times
convenient to them was equally important. The issue of time is an
important aspect in creating opportunities for people to volunteer.
Nichols and King (1998) suggest that while people want to volunteer,
the time it takes conflicts and competes with other aspects of their lives
such as family and paid work. The strategy employed by the NCS is
to give volunteers the opportunity to spend as much time as they feel
able to commit, from half an hour per week or less to several hours. It

Figure 11.2: Factors that influence volunteering

Quarterly newsletter |

Other volunteers

Neighbourhood care staff |

Rewarding |

Just like the idea |

Visit at convenient times |

Support |

A good match |

Match is close by |

%
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would appear that this is one of the most important aspects in volunteer
retention; it also has the advantage of allowing busy professionals,
inter alia, the opportunity to volunteer and thus create a large pool of
volunteers and correspondingly increase the level of service.

The NCS operates in seven neighbourhoods of Brighton and Hove,
encompassing well over 25,000 households and this local focus of the
scheme also makes it possible to involve volunteers who might not
otherwise be able to do voluntary work (for example, individuals with
mobility problems, parents with young children).

Figure 11.2 also indicates that ensuring a good match between
volunteer and user is essential. Again, it would appear that the localised
nature of the scheme gives the organisation the benefit of being able
to know both volunteers and users and in this way provide a suitable
match.

An example of this was when XXX adopted Jack, a blind and lame
retired working farm dog. He was a border collie. She did not want
to leave him without proper attention when she was at work, so she
contacted the NCS to see if an older person might enjoy his company.
One of the NCS users suftered from chronic obstructive pulmonary
disease, had a heart pacemaker and needed oxygen 16 hours a day.
Her life had felt empty since she had had to give up her own border
collie owing to her poor health. For the last three months of her life,
however, until she went into hospital for the last time, Jack was dropped
off at her flat each morning and picked up after work. The NCS user
said her life was filled.

‘Now I don'’t sit here feeling sorry for myself. I have a
reason to get dressed in the morning, and take a short
walk every day. I meet the neighbours and they’re getting
to know Jack.

Volunteer support

Less attention has been paid in the literature to the contextual effects on
volunteering and while evidence seems to be rather mixed, the impact
of the community, regional characteristics and the organisation they
volunteer with would appear to be important factors in the decision
of volunteers to continue with their voluntary work (Kuntz, 2001).
Some of the volunteers in our evaluation had been involved with the
NCS for a long time and we wanted to ascertain if indeed, as Kuntz
suggested, the organisation played an active role in their retention.
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Figure 11.3 reveals that the most important form of support was
the volunteer coordinator by telephone and in person. Our evaluation
indicated that having an immediate response appeared to be important
for the well-being of the volunteers. This illustrates that while
organisations play an important part in sustaining volunteers, what
underpins a successful structure is the nature of the personnel within
the organisation. The role of the coordinator is clearly a key role in
maintaining contact with the volunteers and helps both increase the
volunteer numbers and assist with their retention.

Figure | 1.3: Most important support

Links to other agencies
Newsletter

Telephone support
Office back-up

Volunteer coordinator (telephone) |

Volunteer coordinator (person) |

Volunteer meetings

Supporting the users

Important aspects of the scheme are the psychological benefits of feeling
supported or having the company of a reliable friend. Neighbours
helping each other is a very basic, easily understood, human activity.
One particular function of the NCS highlights the important difterence
in the complex relationship between the user and those people who are
paid to care and those who volunteer. A great deal has been written on
the gendered nature of care but rather less on the differences between
paid care and unpaid voluntary care. Rose Galvin (2004) argues that
people prefer to pay for services rather than rely on the goodwill of
others, suggesting that paid care removes the obligation to feel and
express gratitude for any help received. One the other hand, Deborah
Stone (1999) maintains that once care becomes public it is redefined
as a ‘problem’ contained by costs. In between this dichotomy of views,
volunteering occupies a unique position where support is given on
the basis of mutuality rather than patronage and is not merely a one-
directional activity; it is the outcome of a relationship where the
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‘capabilities and autonomy of the recipient are foremost’ (Side and
Keefe, 2004, p 137).

A small example of the mutuality of volunteering took place at the
end of December 2004 when a volunteer on her first visit to see a
woman of 94 helped her to write a cheque out in aid of the victims of
the Asian tsunami.When she got home the volunteer thought, ‘I could
do that’, and also made a donation to the tsunami relief effort. Thus, a
woman who could not leave her room in Brighton was able in a small
way to help someone on the other side of the world and also influence
her much younger volunteer — it is a two-way relationship.

In different areas and times of their lives, it is possible for an individual
to be both a beneficiary and a volunteer. In 2004-05 four people
who had received support from the scheme became volunteers. They
included an 87-year-old man for whom the scheme had done some
decorating and who now visits a 98-year-old neighbour for company,
and a woman who had been helped by the scheme to overcome
her agoraphobia and who now takes out an elderly woman in her
wheelchair.

Combating social exclusion

Volunteering has a vital role to play within any community, not only
because of the work carried out but also as a vehicle to help combat
social inclusion. The transnational Volunteering into Participation (VIP)
found that volunteers across five countries were able to offer help to
people who otherwise would not have received any assistance, either
through lack of social services funding, or because excluded groups
are not adequately reached by official agencies (Kinds et al, 1999).
The Social Exclusion Unit is currently running a number of projects
looking at how mainstream services can meet the needs of excluded
older people and initial findings have revealed the importance of
involving local communities in the delivery of services (DH, 2005).
Social exclusion was identified as the single largest issue in research
undertaken by the Older People’s Programme and commissioned by
the Community Service Volunteers, Help the Aged and the British
Red Cross (Easterbrook et al, 2006). The research found that the
relationship between the volunteer and the person receiving the service
was entirely different from that which exists between a service user
and the statutory services, being more akin to friendship than duty,
and that this difference is one that is valued.

For a woman in her fifties suftering from depression and chronic ME,
a young local woman (a freelance journalist) provides regular social
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company, while several practical volunteers have done jobs (carpentry,
decluttering) to make her new maisonette safer for her to live in.

Age and physical or sensory disability can effectively exclude people
from the wider community and many of the people who use the NCS
are largely housebound.

Figure 11.4 reveals that much of the volunteers’ time is spent in low-
intensity types of assistance of the kind that the government refers to
in terms of reducing social exclusion. The government has identified
this type of contact as having the advantage of early prevention, acting
as a warning system and referral channel to other agencies as well as
maintaining people in their own homes (DH, 2005, p 46).

‘T know that if T do need my grass cutting, I just need to
get in contact with XXX who rounds up the group to cut
my grass.” (Male, 65-74)

‘A great help with financial affairs and a lot of fun to talk
to. (Female, 65-74)

‘T have wonderful care, out shopping.” (Female, 45-54)

Isolation, as previously mentioned, is one of the causes of depression
and affects between 10% and 16% of those aged 65 and over. This is
more than likely to be an underrepresentation of the reality as often
depression in old age is treated as a normal part of ageing by older
people and professionals alike. Rather than being a product of age,
depression often occurs with the onset of illness among older people
(NIMH, 2003).

Figure | 1.4:Volunteer jobs
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Letter support
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Social/chats |
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The Green Paper Independence, Well-being and Choice (DH, 2005, p 21)
states that the proportion of older people living alone is likely to increase
and that at present some 21% of people over 65 see their family or
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friends less than once a week and some not at all. A National Opinion
Poll found that one in five people are alone for more than 12 hours
per day (Age Concern, 2005). Such isolation has a negative impact
on older people, especially those whose social life has diminished
along with their physical abilities, and is a major cause of depression.
Depression often goes unrecognised in old age because old age is often
depicted as a depressing time of life (Manthorpe and Iliffe, 2005) and
there is an expectation of depression among older people who will
then not seek appropriate help, thinking that it is a normal adjunct to
the ageing process.

With the expected increases in the numbers of older people, along
with the government’s commitment to a greater focus on preventative
service or early intervention as set out in the White Paper Our Health,
Our Care, Our Say: A New Direction for Community Services (DH, 2006),
there would seem to be a very important place for groups such as
the NCS, as described in this chapter, which attempt to help support
people in their communities.

Perhaps as important are the relationships that develop between
volunteers and the people they visit. The relationships may have
boundaries, but importantly they are not professional relationships.

“The volunteer is a vital person, I am the only person who
sees her socially” (Female, 45-54)

‘She looks forward to my visits; I am the only person to
take her out. (Female, 45-54)

‘| The visits| are of enormous value, my client is housebound
and the visits prevent isolation and loneliness.” (Female,
25-34)

As shown in Chapter Twelve there is a key role for the voluntary sector
in combating mental health problems (Manthorpe and Ilifte, 2005).

Conclusion

‘The scheme provides a very valuable support. Help is given
through the development of personal relationships, mutually
beneficial to user and volunteer. Something that cannot be
replicated in formal care services.” (NCS user)

Volunteers can provide an enormous human resource, contributing a
number of different skills to assist those in need. For some they represent
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the only contact with people not being paid to help them. Essentially,
volunteering provides that independent human interface that is so
necessary and beneficial for people’s well-being in the community,
particularly for people confined because of incapacity and physical
limitations (Gerain, 2002; Ostwald and Runge, 2004; Godfrey et al,
2005). It may also be argued that the connections between volunteers
and beneficiaries of the scheme not only help to include people in the
community but actually help to create the community. Putman (2000)
contends that it is this element of social capital that not only helps the
individual but also helps create a healthy and civil society.

Increasing pressures on statutory funding to cut the cost of caring
and raise the levels of eligibility has inevitably resulted in a decline
in low-level support. This has in turn exacerbated the demand for
volunteer services. The challenge, then, for any voluntary or community
group is to entice busy individuals to volunteer their time and then,
importantly, to retain their services.While NCS policies and procedures
are continually being developed it does not insist on an unduly rigid
interpretation of these, which would stifle the vitality of the scheme.
One of the major advantages of this flexible way of working is that the
NCS is able to attract volunteers who may not normally volunteer.
Within its criteria for selection of both beneficiaries and volunteers, it
aims to include as wide a variety of people as possible. The variety of
volunteers and their wide range of skills have enabled the scheme to
carry out some large jobs and safely support individuals in very difficult
situations. Equally, by having among its users individuals with needs that
are relatively easy to address, the scheme can utilise the contribution
of volunteers whose skills or confidence are limited. On many levels
the NCS volunteers and users recreate and rejuvenate communities
where neighbours help neighbours in a ‘Coronation Street’ model of
community care.

The NCS is able to respond to individuals in a way that the statutory
sector would find difticult. Not constrained within the target-setting
culture of government, the NCS is able to operate as a fluid agency,
sometimes providing unique and often innovative solutions to
problems.

In the White Paper Our Health, Our Care, Our Say: A New Direction
for Community Services (DH, 2006) the government lays great store on
community involvement in health and social care services. As Barnes
(2005, p 17) argues, quoting Curran (2002), care ‘should be considered
as a “public good™ in that if it is removed it is not only detrimental
to those being cared for but also incurs a substitution caring cost to
the state. It is therefore surprising that community groups such as the
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INCS are increasingly experiencing difticulty in obtaining funding. The
lack of statutory support for organisations like the NCS means they
have to expend valuable time seeking financial support and are never
certain of their future funding. In terms of costs, the NCS, as described
in this chapter, provides volunteer hours equivalent to £73,500 per
annum, taken at a cost of £15 per hour. However, this is a cumbersome
calculation and does not take into account other costs in terms of loss
of the effectively channelled, freely given competence and goodwill
of hundreds of individuals involved in the NCS.

There are two enormous disadvantages that would result from the
closure of any such community groups. First, there is the obvious loss
of services to the community and to the users, who would not, in the
present climate, have these services replaced by any statutory agency.
Second, and perhaps more importantly, there is the loss of the symbiotic
structure of volunteers, users and community built up over the years
that would be almost impossible and extremely expensive to recreate.
It is difficult to know what will happen to the NCS when the Lottery
funding runs out.
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TWELVE

Challenging stigma and
combating social exclusion
through befriending

Bill McGowan and Claire Jowitt

Introduction

Mental health policy has made great strides in the last 20 to 25 years
in attempting to shift the delivery of mental health services from the
large outdated asylum system.The attempts at consolidating the closure
of the asylums, while ensuring the build-up of alternative locally
based community care services, have not been without their problems.
Criticisms have been levelled at the fragmented and piecemeal build-
up of alternative forms of community care throughout the 1980s
and 1990s, where gaps in services have been highlighted and where
concerns have centred around public safety in relation to homicides in
the community and the increased prevalence of mental health problems
among the homeless and in the prison population. The wider policy
initiatives leading to the mixed economy of healthcare, the creation of
the health/social care divide and the emphasis on greater involvement
of communities and the voluntary sector in delivering services for
vulnerable people have been a mixed blessing.

In the coastal town of Hastings in the southeast of England, a
Befriending Scheme for people with mental health problems was
established in 1989.The scheme was set up on a shoestring and survived
for 15 years during a turbulent period of major national policy changes
by attracting core funding from a succession of commissioning agencies
beginning with health services, social services, the local health trust
and latterly the local primary care group. It was a well-respected local
service making a difference to the lives of vulnerable individuals with
mental health problems and received the local civic pride award for its
work in 1997. However, the service was voluntarily decommissioned
in January 2006 as it had failed to attract adequate funding for service
delivery and development (core funding had for a number of years been
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diminishing) and there were concerns regarding its ability to maintain
the quality standards for which it was renowned. This chapter takes
a critical look at the functions of the Befriending Scheme against a
background of severe socioeconomic deprivation and explores what
we have learned about its potential role in challenging stigma and
combating social exclusion within communities.

Hastings: the socioeconomic context

The southeast of England is perceived as an atffluent area on a broad
range of socioeconomic indicators. Despite this, there are identifiable
pockets of social and economic deprivation throughout the region.
Hastings, a coastal town in the county of East Sussex, is a mixed
urban/rural resort and retirement centre (Forest and Gordon, 1991;
OPCS, 1991). It resides within the wider Hastings and Rother Area,
which combines a significant rural area with the urban centres of
Hastings, St Leonards and Bexhill. During the 1980s and 1990s these
three urban areas displayed high levels of deprivation and poverty with
particularly high levels of unemployment, unmet mental health needs,
families under pressure and a large population of people of pensionable
age and above (East Sussex Brighton & Hove Area Health Authority,
1998; East Sussex County Council, 1998). Hastings, with a population
of 82,000, displayed high levels of overcrowding, low levels of home
ownership and car ownership, low levels of property values and was
dependent on a low average wage service sector (Hastings Borough
Council, 1998). It had the highest level of teenage pregnancies in the
county, a high level of standardised death rates for both men and women
and very high suicide rates. This consistent picture of relative material
and socioeconomic deprivation was reflected in the Jarman Indices,
Breadline Britain Indices and the Department of the Environment
Index of Local Condition scores for the area (East Sussex County

Council, 1998).

A community under pressure

The health status of a community is closely associated with the wider
social, economic and physical environment in which people live. What
determines the socio-emotional resilience and health of an individual
(or lack of it) is often where they live, the occupational group to
which they belong, their socioeconomic status, quality of life, level of
self~esteem and sense of identity as mediated through the ‘lived social
experience’ of the neighbourhood and surrounding environment. Many
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behavioural aspects of the social environment also have an impact on the
health experience of communities. Offending and anti-social behaviour
in particular evokes a sense of fear, anxiety and insecurity. This influences
the individual’s perception and sense of ontological safety, impacting on
the day-to-day experience of individuals and the community. In this
respect, reported crime statistics for Hastings during the 1990s showed
that it was highest in the county on a number of important public safety
indicators. It had the highest rates of burglary, murder/manslaughter,
criminal damage, drug-related offences and crime committed by under
eights in the county (East Sussex Brighton and Hove Area Health
Authority, 1998; East Sussex County Council, 1998).

The mental health experience of the community

There is strong evidence linking social inequalities and health
inequalities (Acheson, 1998) and there is a close correlation between
physical health and mental health (Bowie et al,2000).According to the
1999-2002 local Community Care Plan, as much as one fifth of the
population of East Sussex experienced mental health problems. This
picture was not uniform as there were wide geographic variations in
mental health need across the county and while most were supported
within the primary care sector,a much smaller proportion experienced
severe and enduring mental health problems. On the Mental Illness
Needs Index (MINI) profile, Hastings borough had a level of mental
health need greater than the national average and for the previous 11
years the suicide rates in East Sussex had been consistently higher than
the national average although the overall trend was towards a decline.
Over the same period, however, against this county-wide trend, the
suicide rates in Hastings and Brighton had been increasing and two
Hastings wards in particular had very high standardised suicide mortality
rates (East Sussex, Brighton and Hove Area Health Authority, 1998;
East Sussex County Council, 1998). Because of this well-documented
and politically acknowledged high level of deprivation and unmet
need, the area had assisted area status and a number of regeneration
policies had been implemented to improve the situation (East Sussex,
Brighton and Hove Area Health Authority, 1998; East Sussex County
Council, 1998).

Hastings at the turn of the 21st century

Despite significant government and European Economic Community
investment in neighbourhood renewal and the designation of the area
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as one of 10 Health Action Zones in the region in 1999, Hastings today
still displays persistent areas of social deprivation as reflected across a broad
range of contemporary socioeconomic and health indicators, which
continue to have a major negative impact on the health experience
of the community. In particular, it is the highest ranked town among
the southeast area Health Action Zones on the Department of the
Environment, Transport and the Regions index of deprivation and is
above the national average on six out of the 13 health categories of the
Compendium of Clinical and Health Indicators (SEPHO, 2001). Despite
major developments in the provision of health and social care services, it
ranks in the top quintile for hospital admission rates for mental illness by
local authority in the southeast region and is in the highest quintile for
multiple deprivation as measured by the Index of Multiple Deprivation
(IMD), which, as an indirect index of mental health need, correlates
closely with areas of deprivation (Nurse and Campion, 2006). On the
recently developed Health Poverty Index (SEPHO, 2006), Hastings
displays 11 out of the 26 indicators for worst health poverty in the region.
This complex combination of contemporary and historical health issues,
population factors and socioeconomic factors appears to contribute to
the persistent maintenance of levels of relative deprivation and experience
of poor health in the population. For a more detailed discussion of the
relationship between poor quality of life and common mental disorders,
see Singleton and Lewis (2001). It was at the end of the 1980s, against
this historical backdrop of severe socioeconomic deprivation, poor
health experience,and under-resourced and underdeveloped community
mental health services, that a group of local Hastings residents set up
a Befriending Scheme for people with mental health problems and
during the middle of the first decade of the 21st century that service
was decommissioned.

On the nature of befriending

Befriending services create some of the conditions of friendship
but not all. Friendship typically is a private, mutual and voluntary
activity between two or more people. Friends provide companionship,
stimulation, social comparison, intimacy and affection (Flynn, 1992).
Befriending relationships, however, are not private — the support
organisation continues to play a role. The relationship is not completely
mutual, while the voluntary service recipient and the volunteer may
both gain from the relationship. They are not in a relationship of equal
power. The relationship is not entirely based on spontaneous choice
although each may be given the opportunity to reject the other at the

196



Challenging stigma and combating social exclusion through befriending

start and at any point throughout the prescribed life of the service
arrangement (Dean and Goodlad, 1998).

In defining befriending, the Scottish Befriending Development
Forum (1997) argues that befriending is different from a professional
intervention in that befriending seeks to prevent an isolated lonely
existence for vulnerable individuals in favour of a life that derives
meaning from the sense of belonging and ‘being cared about’ rather
than ‘being cared for’ as is often the case with professional involvement.
In a nationwide review, Dean and Goodlad (1998) took as their starting
point a definition derived from the Scottish Befriending Development
Forum, which defined befriending as:

a relationship between two or more individuals which is
initiated, supported and monitored by an agency that has
defined one or more parties as likely to benefit. Ideally,
the relationship is non-judgmental, mutual, purposeful
and there is a commitment over time. (Cited in Dean and

Goodlad, 1998, p 5)

The forum also states that ‘whilst friendship is a private, mutual
relationship, befriending is a service’ (cited in Dean and Goodlad,
1998, p 4).

Russell et al (1992, p 6) defined befriending as:

the provision of ongoing quality support to distressed
individuals for an indeterminate period of time. The activity
should enable appropriate, realistic and healthy coping skills
to be developed within a warm and trusting relationship.
Befriending is intended to lessen the person’s sense of social
or personal isolation.

While it is accepted that befriending is not the same as friendship, for
many lonely, isolated individuals it may be, at worst, the preferable
form of social relationship, which is tolerable and acceptable to the
individual concerned. At best, a befriending relationship may be the
beginning of a route back to gaining the increased confidence and
self-esteem necessary to enable the individual to recreate and develop
their own unique social network. (For a discussion on the artificiality
of the befriending relationship, see Parish, 1998.)

What befrienders do

A replication study using a modified version of an evaluation tool
developed by Hardcastle and Cooke (1993) was conducted by Jowitt in

197



Care, community and citizenship

February 1997 as part of an internal audit of the Hastings Befriending
Scheme.The results from this audit indicate that the four most frequent
activities engaged in by the befrienders (in ordinal rank) were talking
with their friend, going out with their friend, providing practical help
and going shopping. Bradshaw and Haddock (1998) in a small-scale
study of a Befriending Scheme in Wigan identified a wide range of
activities undertaken by the befrienders but the four most commonly
reported activities were having a conversation, going out to a café,
going for a meal and going shopping. Other less prominent activities
reported included going out for a walk, collecting welfare benefits
together, cooking, learning to use a computer, reading the Bible, ten-
pin bowling, playing video games, going to the cinema and going for a
drink. Both Parish’s and Dean and Goodlad’s research concurs with the
above and confirms that ‘what befrienders do’ within the befriending
relationship falls into four broad categories; in short, the relationship
is about ‘being available’, ‘spending time with’, ‘doing things’ together
and ‘going to other places’ together.

The value of befriending

In exploring issues around what is important about befriending, Buchan
(1994) identified a number of themes that users of befriending services
valued.These are the resources brought by the befrienders, such as cars
for outings, the befriending relationship itself and the personal qualities
of the person befriending such as supportiveness, perseverance and
regularity. In the Dean and Goodlad (1998) study of what users valued,
a number of themes emerged. These were the centrality of the personal
relationship with their befriender, the value of going on outings and
pursuing leisure activities and the importance of the relationship they
had with the organisation. In the same study the accounts of what the
befriending volunteers valued fell into four categories. These were
the enjoyment they derived from the personal relationship with their
befriendee, the sense of worth they get from volunteering, enjoyment
of the befriending activities especially the outings and leisure activities
and awareness of the user’s enjoyment and recognition that they valued
the befriending relationship.

A comparison of the entry expectations expressed by volunteers
on the Association for the Pastoral Care of the Mentally Il (APCMI)
training programme with the values expressed as outcomes for
befrienders in the Dean and Goodlad (1998) study points to a close
correlation between the aspirational expectations on entry and actual
achievements at the exit point referred to in the latter study.
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The social policy context

A growing awareness of befriending as an important intervention
in mental health is reflected in its inclusion in a number of policy
initiatives; its inclusion as a good practice service model (Dunstable
Befrienders) in the recent National Service Framework for Mental
Health (DH, 1999) is an important milestone. The framework sets
seven national standards for mental health services, with standard
one addressing the promotion of mental health and the reduction
of discrimination and social exclusion associated with mental health
problems. As Berry (2001) points out, the inclusion of standard one
in the National Service Framework puts mental health promotion
centre-stage for the first time in the history of mental health service
policy development.
The framework states that:

Mental health promotion is most effective when the
intervention builds on social networks and intervenes at
crucial points in people’s lives and uses a combination of
methods to strengthen the individual to enhance their
psychological well-being and communities in tackling
local factors which undermine mental health. (DH, 1999,

p 15)

In The Report of the Committee of Inquiry into the Care and Treatment of
Christopher Clunis (Ritchie et al, 1994), two recommendations were
made for the involvement of community volunteers with people who
have mental health problems. One relates to the need for befrienders
or advocates in relation to social services statutory aftercare duties
under the 1983 Mental Health Act. It recommends that statutory
authorities and voluntary agencies working in the field of mental
health should recruit, train and support members of the public who
wish to be Section 117 befrienders. This is perceived as a means of
mobilising volunteers from the community in creating local support
networks for vulnerable individuals, thereby bridging the transition
from hospital to community. Overall, its inclusion within the National
Service Framework identifies befriending as an important element in
service provision and supports the proposition that befriending may
help to prevent or reduce discrimination through its role in promoting
an awareness of mental health issues and as a mechanism for mobilising
community resources and encouraging community participation.
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The emerging evidence base for the promotion of
positive mental health through befriending

While befriending is slowly gaining national public recognition as
an important community resource, it has only recently received the
serious attention it deserves by policy makers and researchers as an
intervention, having previously been a much applauded but under-
resourced and under-researched intervention in the field of health and
social care. There have been a number of important descriptive accounts
of befriending services spanning a wide range of client groups in the
literature: Gay and Pitkeathley (1982), Moffat (1986), Bowyer (1987),
Jackson (1992),Ward-Panter (1992),Collis (1993), Cox (1993), Francis
(1995), Petrioni (1997),King (1998) and Lepski (2002). It is only recently
that a sustained attempt has been made to ascertain a clearer picture of
the nature and benefits of befriending and to generate a debate about
its status and value as a voluntary sector activity. A number of reports
have sought to ascertain both the scope and the nature of befriending
services (Russell et al, 1992; Dean and Goodlad, 1998; Parish, 1998)
and a number of interesting qualitative papers have emerged, which
attempt to describe in more detail and evaluate with greater clarity
the nature, value, cost-effectiveness and impact of befriending as an
intervention (Kingdom et al, 1989; Pound, 1990; Hardcastle and Cooke,
1994; Bradshaw and Haddock, 1998). More recently, two randomised
controlled trials have been reported (Harris et al, 1999a; Sensky et al,
2000). In the case of the former, befriending was positively evaluated
alongside a control intervention in relation to women with chronic
depression, and in the latter, a modified form of cognitive behavioural
therapy for individuals with a diagnosis of schizophrenia (resistant to
medication) was evaluated, in which befriending as the control was
evaluated positively during the first stage of the trial but less so during
the six months follow-up.

Overall, this emerging research evidence suggests that befriending
as a supportive intervention can increase a client’s self-esteem and by
definition their social and psychological well-being; enhance confidence
and competence in relating to significant others; increase access to,
and involvement with, existing social networks and community
resources; reduce social isolation/exclusion and combat loneliness. In
particular, in relation to individuals with schizophrenia, a befriending
intervention can bring about substantial symptom relief and, in the
case of women with chronic depression, promote the remission of
depressive features.
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The Hastings APCMI Befriending Scheme

Background and beginnings

The Association for the Pastoral Care of the Mentally Il (APCMI),
now the Association for Pastoral Care in Mental Health (APCMH),
is a national charitable organisation founded in 1986 by a family who
wished to educate the general public and combat prejudice towards
people with mental illness. The organisation now has many branches
throughout the UK. Although it started life as a pressure group, its
work has expanded to include a diverse range of service responses,
with each branch providing a voluntary service intervention that
addresses the particular needs of the local community. The Hastings
branch was set up in October 1989, when the national development
officer of the National APCMI, prompted by a story in the national
press about the lack of community facilities for people with mental
health problems in Hastings at the time, contacted a local vicar with
a reputation as a welfare entrepreneur, who set up a meeting with a
group of parishioners from a local church. A series of events was set in
motion, which culminated in the establishment of the Hastings APCMI
Befriending Scheme for the Mentally 11l (for a fuller discussion of the
origins, see McGowan and Jowitt, 2003).

The Hastings APCMI Befriending Scheme was registered under the
1985 Companies Act and had as its objectives:

* to seek to improve the quality of life for people with mental
health problems in the Hastings area, through social contact and
befriending;

e to contribute to the preventative work carried out by other
agencies;

* to enhance and strengthen the community integration of people
with mental health problems by increasing their social networks
beyond the mental health circles;

* to raise public awareness of some of the difficulties faced by people
suffering from mental illness;

* to enable volunteers to participate in the community care initiative,
thus involving the community itself in the delivery of services.

The organisation implemented the above objectives through the

Befriending Scheme, the purpose of which was to recruit, train, match
and provide ongoing support and training for members of the local
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community who were prepared to befriend people who were lonely
and 1solated as a result of mental health problems.

Recruitment of volunteers

Volunteers were drawn from the local community. Six weeks before the
training course started, a weekly advertising campaign was conducted
through the local papers, local radio, Ceefax, on posters and hand bills.
Volunteers also heard about the training programme by word of mouth
through the grapevine. As a broad rule of thumb, the office received
about 30 expressions of interest, of whom 10 to 15 (50%) would turn
up on the night, 8 to 10 (30%) would complete the course and 5 to 6
(15%) would go on to befriend. The befriender volunteers remained
active within the scheme for an average of two years and three months,
50% remained for one year or less, 25% for two to three years and 25%
for four to six years.

Background of volunteers

Individuals in the local community who came forward to befriend
were from a variety of backgrounds, expressed a variety of motives
and held differing expectations as to what was on offer and what
they might contribute to the scheme.They also had difterent levels of
motivation, which reflected variation in their willingness and ability to
make an emotional, personal and social contribution to the Befriending
Scheme.

Entry expectations of volunteers

On the first night of each training programme an audit of participants’
entry expectations was conducted. Overwhelmingly and in ordinal rank,
the top three themes that emerged were to ‘enhance their awareness of
mental health issues’, to ‘gain a better understanding of the Befriending
Scheme’ and the expression of a ‘wish to give something of themselves’
(altruism). Other recurring expectations, although less prominent
than the first three, were to ‘test out suitability for the befriending
role’, to ‘acquire new skills’, to ‘meet new people’ and to ‘learn more
about local mental health services’. This motivational profile mirrors
similar work on motivation for volunteering drawn from the work of
both Parish (1998) and the National Centre for Volunteering (1997)
survey, in which similar themes emerge, reflecting a combination of
self-interest and altruism.
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Preparation for befriending

Volunteers were prepared for a befriending role through a carefully
designed training programme. The training programme ran one
evening a week for two hours over a seven-week period and included
a one full-day workshop. Participation in the programme enabled
the training team over the course of the programme to appraise and
evaluate the participants’ potential and suitability for the befriending
role. Conversely, exposure to the course processes and responses to
the course content enabled the participants to ‘test themselves out’ as
to their suitability. There was no compulsion to befriend during the
training stage but at the end of the training programme participants who
wished to go forward to befriend were interviewed and, if successful, a
commitment to befriend for one year was agreed. This was formalised
through a contract between the participant and the organisation.
Befrienders undertook to visit their befriendee once a week for two
hours over a period of a year. Matching of befrienders to befriendees
followed on from the selection stage. This was undertaken with great
care and befrienders were only allocated a friend if the match had
an 80% chance of success. During the befriending stage continuous
support was provided through a combination of regular monthly
group meetings and three-monthly individual supervision with the
coordinator. For a more detailed discussion of the modus operandi
of the Befriending Scheme, the assessment and support structures
for befrienders and management of the befriending processes (see
McGowan and Jowitt, 2003).

Befriending and stigma

The last two stated objectives of the Hastings Befriending Scheme
(page 201) were ‘to raise public awareness of some of the difficulties
faced by people suffering from mental illness’and ‘to enable volunteers
to participate in the community care initiative, thus involving the
community itself in the delivery of services’. The organisation sought
to achieve these objectives through the training programme, which,
although primarily designed as a foundation programme for the
preparation of potential befrienders, also provided a stand-alone ‘mental
health awareness’ educational programme.This suited participants who
wished to explore issues relating to mental health but had no wish to

befriend.
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Promoting mental health awareness

Within the training programme a good balance was struck between the
provision of information and the provision of ‘safe experiential space’,
which enabled participants to draw on their personal experiences and
explore their own values, beliefs and attitudes towards people with
mental health problems. After the first two sessions the programme
became progressively more ‘experiential’ and over the ensuing five
sessions the participants took increasing responsibility for generating
material for discussion. ‘Progressive immersion’ in this learning
process promoted personal reflection and enabled the participants
to appreciate and empathise with the experience of mental distress.
This had the positive effect of enhancing the individual’s level of
self~awareness, promoted their self-confidence and enhanced their
interpersonal sensitivity, all of which were prerequisites for undertaking
a befriending commitment. This ‘experiential’ approach was central
to the transformation of the participants’ negative fears, prejudices
and insecurities surrounding mental health issues. By the end of the
programme these early preconceptions were replaced with a more
positive attitude coupled with a realistic appraisal of the complexity,
challenges, dilemmas and risks associated with individuals with mental
health problems.

Over the past 15 years, while 225 volunteers completed the APCMI
training programme, only 106 (49%) went on to befriend. The 119
participants (51%) who chose not to befriend nevertheless represent
an important long-term investment in the fight against prejudice
and stigma. By taking their new insights and learning back into the
community, the course completers may well have proved to be useful
ambassadors for mental health by influencing positively the attitudes
of their friends, neighbours and family members towards individuals
with mental health problems.

Befriending and social exclusion

The thrust of government policy over the past two decades has been
to encourage voluntary participation, in the belief that volunteering
can enhance or create a greater sense of belonging, community
identity and greater social capital within communities. More so,
with the development of the pluralist welfare market, the voluntary
sector now assumes a greater policy prominence and community care
is charged with enabling those previously excluded to participate
within the community and to make a contribution to community
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life. This communitarian view is concerned with social rights, social
responsibilities and the recreation of community where volunteering is
regarded as the civic responsibility of all citizens. There is an underlying
assumption that volunteering as a civic duty provides a ‘social dividend’
and, by enabling people from different backgrounds to work together,
helps build ‘community’ and foster mutual respect, social cohesion
and tolerance.

The present government’s intention to ensure the active involvement
of the community in combating social exclusion has resulted in the
creation of the Social Exclusion Unit, which in the summary report
of its action plan (SEU, 2004) published 26 action points subsumed
within six broad categories. While it is clear that befriending has a
central role in contributing to three of the Social Exclusion Unit’s
six categories (action on stigma and discrimination, tackling social
exclusion and supporting families and community participation), it
might also be argued that it has a secondary role to play in relation
to a fourth category (employment). Although not its primary focus,
befriending may be an important intervention for individuals who,
having successfully accessed employment following treatment for
mental health problems, require consistent interpersonal support in
order to sustain them in employment.

Dean and Goodlad (1998) explore the issue of befriending as an
activity related to community care, social exclusion and volunteering.
Although social exclusion is a very recent term and is still a matter
of debate, they point out that it is often defined by reference to an
economic model that defines exclusion as ‘exclusion from the labour
market’ and assumes that community interventions are those which
provide access for users and volunteers to such social networks as might
operate as a bridge to employment. Dean and Goodlad argue, however,
that, for some, ‘labour market participation’is not an option and settle
for a broader ‘social’ definition that defines inclusion as ‘being accepted
and being able to participate as fully as possible as part of a family, a
social circle, a neighbourhood, and as a visible participant in the wider
society’ (Dean and Goodlad, 1998). For them, befriending is viewed as
a ‘bridge’ to community participation and has the potential to extend
social and interpersonal contact beyond the residential home, the family
home and paid carers. They have developed six models as criteria against
which to evaluate the effectiveness of befriending services in promoting
participation and countering social exclusion. The theme title of each
model suggests an underlying central function and related outcome:
Integration into community services and facilities; creation of new social
links; integration into existing social networks; integration into affinity
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and identity groups; integration into mutual support groups; and full
citizenship. They conclude that Befriending Schemes meet the criteria
relating to the first three models of participation and social inclusion and
that befriending seeks to tackle forms of social exclusion and supports
‘community participation’. They argue that befriending, by involving
members of the community in volunteering, complements the existing
health and community care services and represents an important form
of ‘social capital’ — care by the community, in the community, for the
benefit of the community. For a fuller discussion of the relationship
between befriending, social networks, social support and social capital,
see McGowan and Jowitt (2003).

The demise of the Befriending Scheme

The Befriending Scheme was a ‘single issue’ organisation with an office,
a part-time administrator and a full-time coordinator.The coordinator
managed the service on a day-to-day basis and coordinated public
relations, referrals, recruitment, training, matching, supervision, support
and reviews. Strategic management was overseen by a management
committee. Over time, the coordinator’s primary work in providing
support and supervision for befrienders became displaced by the
increasing need to fundraise as the proportion of core funding became
progressively eroded. Increased demands in relation to Criminal
Records Bureau checks, health and safety assessments and ‘grey areas’
regarding insurance cover took their toll on a slim, overstretched
team as service fatigue set in and the possibility of increasing capacity
remained a forlorn hope while the organisation lurched from one
relentless fundraising cycle to another without any break and very
little additional financial benefit.

Alongside this, cutbacks in local service provision led to the insidious
but noticeable withdrawal of community mental health and other
support services to befriendees ostensibly on the grounds that they
had a befriender visiting regularly. This led to disproportionate extra
responsibilities being placed on the Befriending Scheme, leaving
it managing unacceptably higher levels of risk as it was working
increasingly with individuals with more challenging and complex needs.
After much soul-searching, the ultimate conclusion was drawn that a
‘good-enough’ service could not be maintained under the prevailing
circumstances and the service was decommissioned in January 2006.
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Conclusion

Despite a compelling body of evidence emerging in support of
befriending as an important ‘midstream’ public health and social
care intervention, there remains a general lack of sustained financial
investment for service provision, research and development.
Indeed, despite the existence over nearly three decades of a
London-based international organisation ‘Befrienders International’
(www.befrienders.org) dedicated to supporting befriending across the
globe (361 centres in 41 countries), the distribution and development of
befriending services around the UK remain disappointingly haphazard
and fragmentary.

It remains to be seen if the launch of the Mentoring and Befriending
Foundation (www.mandbf.org.uk) in 2005, a Home Oftice-funded
national strategic body for offering support to practitioners and
organisations throughout the UK, will rectify this dismal situation.

In addition to its contribution to the promotion of positive mental
health, befriending has enormous potential for raising public awareness
of mental health issues and for the mobilisation of latent community
resources. Through its training programme it can educate the general
public and through its Befriending Scheme, as a volunteer networking
strategy (Froland et al, 1981), it can promote ‘community participation’.
By so doing, it has the potential to create and strengthen social networks,
combat social exclusion, enhance the health experience of vulnerable
individuals in the community and make a valuable contribution to
community development on the ground.

It would be utopian to suggest that Befriending Schemes in and of
themselves will have any substantial impact on the structural causes
of discrimination, inequality and social exclusion, since, as in the case
of the Befriending Scheme showcased in this chapter, they share (in
terms of funding priorities) the marginalised status of many of the
client groups which they serve. They remain part of a significant group
of highly valued voluntary sector initiatives that struggle to survive
from one inadequate short-term contract to the next. It is clear that
befriending interventions have the capability but not yet the capacity
to tackle discrimination and exclusion on a large scale but no doubt
will continue to do so in small but highly significant ways and make
a difference to the quality of everyday life for vulnerable individuals
in need.
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THIRTEEN

Paid care workers in the
community: an Australian study

Jane Mears

This chapter looks at issues of concern to those working in domiciliary
care in Australia. As the Australian population continues to age, older
people and their carers will need more formal support and care in
their own homes. At present this work is done primarily by home
care workers. This sector of the workforce, already growing rapidly,
will continue to grow. Recent reports have expressed concern about
the low wages paid to these workers, the lack of career structure, the
lack of entry qualifications and the paucity of training opportunities
and the effect this could have on the recruitment of workers and the
quality of care provided in the future. The social and political context
is similar to Britain, where the delivery of social care is becoming
more and more fragmented and privatised. As this care takes place in
the privacy of people’s homes, hidden from the public gaze, we do
not generally observe care workers going about their daily work. This
chapter focuses on these paid care workers and provides some insight
into how they provide community care that aims to maintain and
enhance community and social connectedness for the older people
they are caring for.

Introduction

Historically, in Australia there has been a very heavy reliance on family
care for frail older people and those with disabilities, with residential
care seen as a last resort. From the 1970s, after much lobbying from
groups representing older people and carers, a number of government
inquiries were held. The reports from these inquiries recommended
radical changes to this system.The most influential was the aptly named
report In a Home or at Home (McLeay, 1982). This report recommended
a range of policies to minimise ‘inappropriate’ admission to residential
care, and to support family carers and older people to live in the
community for as long as possible.

211



Care, community and citizenship

In 1985, under the Hawke Labor government, the beginnings of
a serious attempt to set up a community care infrastructure came
about with the introduction and implementation of the Home
and Community Care (HACC) Programme. The main aim of the
programme was to keep frail older people living in the community,
building up community services to support them and, significantly,
their carers in the community.

The period from 1985 saw the virtual restructuring of residential
care in Australia and the emergence of a viable array of home and
community care services (Gibson, 1998, p 33). The HACC programme
encapsulated a dramatic change in moving from a reliance on residential
care to community care as the favoured policy option. Its introduction
was hailed as the ‘first rational, cooperative system of older person
care, enabling older people to remain in their own communities until
they reached the final stage of their life’ (Jamrozic, 2001, p 70). It
targeted funding to government and non-governmental organisations
to provide community care to older people and their carers. As part of
this programme to foster community care and support carers, income
support for carers was introduced.

With the election of the Howard coalition government in 1996,
we have seen the implementation of policies based on principles of
economic liberalism and the New Public Management fundamentally
changing and reforming public administration to develop new
relationships between the market, state (or public sector) and the non-
government welfare sector, shifting responsibility from the state to the
family wherever possible.

The assumptions underlying this government’s policy were stated
clearly in an Audit Commission report:

There is now greater appreciation that governments can
produce better results if they operate more like referees than
supervisors, specifying the rules and the results required.
Delivery of desired outcomes is usually better if opened up
to competition.... Service delivery should be as competitive
as possible. Service suppliers whether public or private
should be required to tender or otherwise compete for the
right to deliver government services ... this helps ensure
service efficiency. (Officer, 1996, p viii)

This report was commissioned immediately after the government was
elected and its findings released in the first year of the first term of
the government.
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In 1997 the National Strategy for an Ageing Australia was released.
This strategy placed independence and self-provision as goals to be
attained and emphasised the need for cost containment and efficiency,in
addition to improving service quality and responsiveness. This strategy
heralded a move towards a user pays policy for services to older people,
with increased daily fees for hostels and nursing homes (now known
as residential care facilities) and the widespread introduction of user
charges in HACC services (Fine and Chalmers, 1998, p 7).

This was aimed not so much at reducing the utilisation of
nursing home service (although it may well have had this
effect) as increasing funding by users, developing a more
market based approach to their utilisation and shifting
responsibility away from government. (Fine and Chalmers,

1998, p 18)

Funding for community care comes from the federal government,
mostly through Aged Care Assistance Packages (ACAPs). Organisations
tender for these packages. The organisations that ‘win’ the tender, then
employ care workers to work in the homes of older people and those
with disabilities, meeting their care needs. Budget constraints place
major limitations on the type and amount of care that is provided.
There is constant pressure on service providers to provide more care
tor less money. There are long waiting lists of those needing care, and
a concern expressed by some service providers that those with less
urgent need may be missing out altogether.

Concern has also been expressed in regard to the need for skilled
workers to provide care for older people. Care work is a rapidly growing
sector of the workforce. A recent Senate Inquiry reported that:

With Australia’s population ageing, demand for aged care
services will increase. This will require not only adequate
facilities but a skilled and committed workforce. The aged
care workforce is facing significant challenges ... expansion
of the community care sector has led to increasing demands
for skilled workers; and poor pay for personal carers make
it difficult to employ staft. (Senate Community Affairs
References Committee, 2005, p xi)

The same inquiry also found that some organisations were experiencing
great difficulty recruiting and retaining workers and made salutary
comments on pay rates: ‘Care workers receive relatively low wages.
The hourly rate is less than that of checkout operators in supermarkets’
(Senate Community Affairs References Committee, 2005, p 8). It is not
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just the poor pay rates, but also the lack of career structure, the lack of
entry qualifications and the paucity of training opportunities.

Insights from paid care workers

How have care workers in Australia fared in the political climate
described above? The focus of this chapter is on paid care workers,
employed by the Benevolent Society of NSW, a non-profit independent
provider of community care. The Benevolent Society is funded to
provide community care and maintain older people in their homes for
as long as possible. Budget constraints limit the care that it can provide,
both the amount and the type of service. However, this organisation
has a strong commitment to a social model of care, and aims to
maintain and enhance social and community connectedness for those
receiving care. The purpose of this chapter is to examine how, despite
budgetary constraints and poor pay, the paid care workers employed
by the Benevolent Society manage to fulfil the goal of providing
good-quality care that meets the needs of the clients and fulfils the
organisation’s commitment to maintaining and enhancing social and
community connectedness.

The data utilised in writing this chapter are taken from interviews
for a study that was carried out in 2004-05 in partnership with the
Benevolent Society (Mears, 2007, in press). The aim of the project was
to examine the ‘private’ world of care work. Twenty-three care workers
and 10 care coordinators and managers were interviewed. Interviewees
were mostly women, aged 30-60, with the average age being in the
mid-fifties. About a quarter of the participants were sole breadwinners.
They had worked for the Benevolent Society for periods ranging from
three months to 10 years; most had worked as care workers for at
least five years. The majority were employed as permanent part-time
workers, working up to 20 hours per week, and a few were employed
as casuals, called to ‘fill in’ when the permanent part-time care workers
were sick, or unable to work. All the care coordinators and managers
were employed full time. For most of those interviewed care work was
ajob they had come to later in life. A significant proportion of the care
workers were ‘older workers’ (aged over 45) when first appointed.This
was not a ‘first job’ for any of the people interviewed for the project.
They came with a wide range of previous work experience, both paid
and unpaid.

The care provided to the older person is set down in a care plan, and
is negotiated by the care coordinator in consultation with the older
person and the family. There are three aspects to this plan, focusing on
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the needs of the older person and the ways to achieve good-quality
care in regard to their health, personal and most importantly, social
well-being. Despite the pressure to cut costs, the ‘social” aspects of the
care plan continue to be maintained and emphasised.

“We also provide them with social support, just to talk if
they want to talk, or an outing, or for coftee down to the
local shops, into the plaza for banking needs, anything they
want to do, within reason, were allowed to do, to make
their life a little bit easier’

A central theme that emerged during the interviews with the care
workers for this study was the commitment they had to ‘working
with people’. It became clear that also of prime importance were the
relationships forged between the care workers and the older people,
and ensuring that older people maintained social and community
connectedness.

Those interviewed had become care workers because they wanted
to work with people, particularly older people, and they had been
employed by the organisation often because of their experience as
family carers and they were judged to be ‘caring’ people. Establishing
trusting personal relationships enabled the care workers to perform
a range of caring activities they would be unable to do without an
intimate knowledge of the older person. These activities included
less tangible and quantifiable goals of the caring enterprise, such as
improving and maintaining the emotional and psychological well-
being of the older people, and maintaining the independence of and
empowering the older person. These relationships take time and skill
to build up.The relationship formed between the care worker and the
older person is of crucial importance, and clients and care workers
inevitably become very close. In some instances, the care worker is the
only visitor the older person sees from one week to the next. A lot is
invested in this relationship.

The care workers saw the development of good relationships as
essential, if they were to provide good-quality care. They spoke of the
importance of investing time and energy into ‘getting to know’ the older
person in order to build a ‘working relationship’. Care work is firmly
embedded in relationships. Knowing someone well, forming trusting
relationships, ensuring the older person felt comfortable with the care
worker, and indeed trusted the care worker, enabled the care workers
to do the job properly and enable the older person to maintain social
connectedness.This requires time and great skill;‘a caring person’, with
the ability to feel empathy and respect for older people, and requiring
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investment of time and energy that is not easily measured or quantified.
They described their work as meaningful and rewarding because of
these relationships; they liked working with older people and felt they
were making a difference.

Becoming a care worker

Care workers were very committed to their work and had taken on the
work because they wanted to care for older people. They derived much
pleasure from their day-to-day interactions with the older people.

‘They’ve got a life of experience, a world of experience,
and they’re interesting. They're all go, with a great sense of
humour and they are all difterent characters.

‘I love the job because it is varied. I love the variety. I like
people and I like meeting them. And I like helping them.
I like getting paid for it too ... I just love my little job. I
really do. I love the people. They are all different and you
just respect the differences and enjoy it

Some had become disillusioned with prior work and entered care work
as it offered the opportunity to do meaningful work that was personally
satisfying. Some had worked in nursing homes or as human resource
managers and managers in the finance industry. They spoke graphically
of the effects of economic rationalism on the organisations they had
been working for. They felt ‘economic imperatives’ and cost-cutting
had led to the loss of personal contact and personal fulfilment in these
jobs. Care work enabled them to connect with people in a meaningful
way. They spoke of wanting to work in a ‘caring environment’, doing
ajob where one could derive intrinsic satisfaction from work that was
useful and constructive.

‘I worked for a bank for a long time and I got sick of being
told to sell fries with that, to sell more and more services,
when people came in for their withdrawals. I just got tired
of that. I wasn’t interested anymore.

One participant described doing care work as a chance ‘to give
something back’ to society, after one of her adult children was badly
injured in a car accident. She felt that the job enabled her to make a
meaningful social contribution.
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‘T ended up being manager of a building society. Then my
daughter was nearly killed in a car accident.Very touch and
go.And it changed my life. It just did, it changed. Up until
then my job was the most important thing to me, but then
after the accident I reassessed everything and I thought,“I
don’t want to do this anymore. I want to do a job where
I’'m appreciated, where I can help other people more.” 1
know it probably sounds stupid, but it was like giving thanks
for us getting her life back. I don’t know, part of it’s guilt
maybe, or part of it’s you want to give something back....
So that’s how I started out.

A number of the care workers had previously given up paid work to
care full time for older and frail parents, friends and adult children with
disabilities. When this caring ceased they found themselves wanting,
and needing, to re-enter the workforce. Paid care work was seen as an
ideal job by these women. Most lacked confidence in their ability to
take on paid work. They were re-entering the workforce as middle-
aged women, with no current work experience. Care work provided
employment opportunities for these older workers and provided a
comfortable transition back into paid work, doing work they were
familiar with, enjoyed, and were confident they could do well.

‘T just needed something different, but wasn’t looking for
anything in particular. I was looking in the local paper and
there was a care worker’s job, helping with personal care,
something that I thought I would never be able to do. But

999

after doing it for my mum [ thought,“I can do this”.

‘I cared for my mother-in-law when she was dying, seven
or eight years ago. And when she passed away, I thought,
“That is a job I think I might like to do™’

Care work, with the possibility of working flexible hours, was
also attractive as it enabled women to combine work and family
responsibilities: ‘Now that my kids are older I just wanted to come
back and do some part-time casual work during school hours and this
just fits it perfectly’

Some of the care workers had themselves been clients of the service.
When their caring responsibilities ceased it was suggested to them that
they may like to apply for a job as a care worker. For many it was this
informal, unpaid caring experience that led them to realise they were
‘good’ at this work.
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What makes a good care worker?

This question provoked a great deal of discussion. The care workers had
very firm ideas about what made one a good care worker. They outlined
in detail particular personal qualities and skills that were necessary and
made the key point that a good care worker was a person who was
able to relate well to people.

What they placed at the top of the list were personal qualities such
as patience, maturity, the ability to empathise with older people, to
be sensitive to and recognise people’s needs, to be flexible and take
initiative and, in addition, having a good sense of humour.

‘It is not so much skills, you’ve got to have patience. If you
don’t have patience, well, don’t work here’

‘Patience, a lot of patience is involved. Most of the people
that I talk to [other care workers| have had similar things
in their lives. They’ve either cared for a mother or father
or someone. They’ve had a lot of caring in their lives. So I
think it is something that you learn’

Along with patience went maturity. Several of the participants spoke
of the importance of having had life experience, of being mature
and therefore possessing the qualities that come through maturity
that enable the workers to deal sensitively and respectfully with older
people. Some felt that with maturity, for some people, also came the
understanding and the ability to appreciate and value older people.

‘Maturity is important. [ really believe that they [the
younger workers] look at things in a different way’

‘Because I'm that bit older I have a little more patience
than I would have had as a younger women. And you
identify more’

They spoke about being sensitive to people’s needs and also being
flexible. They had to be flexible, change their approach for each person
and to try and organise their work to ensure that needs were met, while
recognising and respecting difference and diversity.

“There is great job satisfaction in what we are doing. And
as you get older, I think you get a little more understanding
of older people. You've got that experience behind you,
so you are a little more sensitive to their needs and you
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want to give them as much independence, selt-respect and
dignity as possible’

‘I guess it all comes back to personality. You have to have
the ability to actually meet them there instead of trying
to do things your way, to go along with them as much as
possible. Not to be exercising your own will.

And a sense of humour is vitally important.

“You need to be able to laugh at some situations.You need
a sense of humour’

Particular skills that were singled out were communication, problem-
solving and negotiation skills. In order to build a relationship, you
need highly developed ‘people skills’, to be able to empathise and
‘connect’, to talk, to listen and to respond appropriately. It is a two-
way relationship.

‘People skills. You've got to know how to talk, how to
relate’

‘I think you need good listening skills and you need to
empathise with people. And be able to look at things from
their point of view. I like to look at it as if it was my mum
or dad that I was dealing with.

‘I think the most important thing is communication. You
have got to be able to communicate with elderly people.
If you're a bit young you just can't relate.... You've got to
be able to ask them questions about their family, get them
talking. That’s the most important thing.’

To be a good care worker, one needs to be able to put into practice
these principles, to maintain and enhance the independence, dignity
and quality of life of the older people. This is not easy. It takes a great
deal of thought, skill and experience to be able to respect someone’s
wishes, empower them and yet ensure that, at the same time, they are
safe and well cared for.

‘Independence. It’s not a matter of us saying, “Give me
your bank book, and give me your money.” No, we always
take them with us and keep explaining to them what has
to be done’
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‘T let them do as much as I can. If I'm doing a meal T ask
if they want to help, even if it is only,“Where do you keep
your potatoes?” I mean you know where they are, but you
say, “Can you get me a couple of potatoes, or can you get
me something out of the fridge, or where are your garbage
bags?™”

The theme of this chapter is the ways in which the care workers
enhanced social connectedness. The care workers felt that it was
important to provide social support, if that was needed. They saw the
nurturing of emotional well-being as an important priority, far more
important than some of the more easily measured tasks set out in the
care plan.

‘Their emotional well-being is important. Most of the time
I think that’s more important than getting the house clean.
Sometimes they just want you to sit and have a cup of tea
with them’

‘Don’t go in there saying, “I can’t talk today because I've
got to do this and that and that and it’s written on my care
plan.” 'l leave a note in the book saying,““Sorry girls, didn’t
get a chance to do it today”’
It was through getting to know the older person and building up
a relationship that enabled them to do their job and to continually
monitor health and well-being.

‘But you do watch.You do notice when they’re a bit shaky,
or they’re not sitting the way that they normally sit, or
they’ve arranged their table in a different way to what they
do normally. Or, they get very repetitious with things and
all of'a sudden you’ll see a change and you think,“Hang on
a minute. That’s not like them.” You are always watching

their health’

A particularly striking example of a positive outcome based on astute
and caretul observation is a case in which a care worker picked up on
the fact that her client had thrush, an extremely uncomfortable, but not
life-threatening, vaginal infection that is very easily treated. It would
have made a huge difference to the quality of this woman’s life to have
had the condition diagnosed and treated previously.
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‘In the end you can talk to them personally about different
things and they’ll start telling you what their problems are,
like that lady that had the thrush. Now she’d had that for
about five years, and nobody had picked up on it. I noticed
by the way she was walking there was something wrong.’

Rewarding and meaningful work

As can be seen from some of the quotes above, the care workers
interviewed really enjoyed their work and they spoke at length about
the intrinsic rewards. However, they did not earn much money.

“Well, I feel that ’'m working a lot. I'm only rostered to do
15 hours. My minimum hours are 15. Generally 20. But I
teel like I'm nearly working a full-time job sometimes.And
I get my pay and it is like $260 a week. And I'm thinking,
What am [ doing?’

‘I know the bank work I was doing wasn’t great. I wasn’t
very high on the scale. I wasn’t a very high grade. But six
years ago I was earning something like $17 an hour in
that job and I'm still only earning $14 here, and this is a
harder job’

The care workers were very clear that they did not do the job for the
money: ‘So you are never going to get a million dollars out of this
job.... If you want to be a millionaire this is not the right job. And,
as they pointed out, many good care workers leave because the pay
is so low.

“You find a lot of the good workers that I've worked with
leave because of the pay.... They are so good and they
would stay I'm sure and it suits them with their families.
Most of them are young mothers. It is just so hard. They
will go out and get any sort of job that pays more, whereas
they are very suitable to this.

The attraction was that the work was personally fulfilling. Every day
the work was different and varied; new pleasures and new challenges
arose.

“To me this is just the most rewarding job that anyone

can have.... T just love my job ... I am so lucky because I
have got beautiful, beautiful clients. I thank God for this
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opportunity to be able to do this kind of work. I really
believe that this is what I was put on this earth for. And I
do a good job. And I just get so much pleasure out of it.
There is not a day where I wake up and go, “Oh no, I've
got to go to work today.” I get up and I'm ready to go. I
just love it. I absolutely love it’

One of the reasons they enjoyed care work was that they could see
they were making a tangible difference to the lives of the older people
they were caring for.

“The most valuable thing, the best thing I can say about my
job is that when someone passes away, you know that you’ve
made a difference to their life.You know that you’ve made
their life happier and that you’ve actually done something
for them. And the families are so grateful, and they say to
you, “Mum or dad couldn’t have managed without you.”
If someone does pass away it helps you to deal with it, that

you've actually made a difference to their life’

‘I like the idea that I'm making a difference to somebody
else’s life. Well, more so to an elderly person’s life. That’s
what I like about the job’

They also liked the freedom and control they had over their work.
Most of the time they worked without any direct supervision. They
spoke of this as one of the attractive features of the work. Care workers
need to be able to work alone, unsupervised.

‘There’s a lot of trust put in us, and a lot is left up to our
own discretion. We have to know our guidelines and we
have to know what we can do, but most things, within
reason, we can do.’

“You’ve got a sense of freedom.When I was in the building
society, you've got your manager breathing over your
shoulder, telling you you are not meeting quotas and not
selling our credit cards and insurance and all that sort of
stuff. I took that for so many years. But here you've got
the freedom of being out on the road.You’ve got no boss
breathing over your shoulder and it’s lovely, just being
outside working’
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Those interviewed enjoyed the work and thought that they would stay
working where they were in the foreseeable future.

‘I hope to stay here. And I would like to do more work
especially with the dementia clients because I really enjoy
that. I find that it is very challenging. But I really enjoy

s

1t.

‘I would like to stay in that role, yes. I just find it fulfilling.
I have been in the oftice, but I prefer caring for people’

‘T love this type of work.At this stage I haven’t got any plans
to do anything different.

‘T've got no plans to go anywhere. I'm very happy with
what I'm doing’

Conclusion

‘Some people might have the image that maybe it is a nice
little job you have that you go and make little old ladies
cups of tea. It is far from that.

What emerged from the stories the care workers told was that care
work is indeed, ‘far from that’. Care work is highly skilled and requires
very delicate negotiations between personal and work relationships.
Indeed, as the care workers cogently argued, to care properly for
someone, you need to know them, to form a relationship. In an
environment where budgets are tight and resources are scarce, these
care workers are managing to continue working with older people
as active participants in the care relationship. They are attempting to
work in ways that improve quality of life, are socially inclusive and
respectful, while making a genuine attempt to empower older people
and enhance their independence.

“They should be seen as professionals. They shouldn’t be
seen as house cleaners. You see these people who are just
doing just hard work, emotionally hard work. Physically
hard work and having all these amazing skills and they are
just not recognised.

The managers are very well aware of the context they are working
in. Using the ‘language of the market’, one of the managers described
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what they were doing: ‘That is how we sell ourselves, as a relationship-
based service.

This research shows that these care workers are indeed providing a
‘relationship-based service’. Care is based on relationships and, as Barnes
emphasises in Chapter Four, is a basis for social life.

At different points of our lives we all need care. This arises
from our physical and biological vulnerability and our
incapacity to support ourselves at crucial points in our life
course. Care may, therefore, be regarded as a fundamental
condition of human existence. Because it is not something
we can do always for ourselves, but must rely on others,
care is, itself, an inherently social activity.... Care may be
considered as providing a basis for social solidarity, or, as
we more commonly refer to it, for social life. (Fine, 2004,
p 218)

The findings reported here would indicate that the community care
infrastructure and the provision of good-quality care through this
infrastructure, is largely sustained by the goodwill, good nature and
general commitment to the sector of a group of committed workers.

It is important to tell the stories of the care workers in this study
who, despite all the pressures to the contrary, managed to provide care
based on building relationships with the older people they were caring
for. They saw maintaining social and community connectedness as
central to their work. If we wish to retain these care workers in the
long term we need to recognise the importance of providing ‘social
care’ in the broadest sense and that maintaining and enhancing social
and community contact is at the core of care work.This is the reason
these care workers are doing the work. It is important this story be
told, not only to the older people being cared for, but also for the care
workers and indeed for us all.
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FOURTEEN

The care of older people
in Sweden

Christina Hjorth Aronsson

Introduction

In Selma Lagerlof’s (1891/1997) Gasta Berling’s Saga the powerful
major’s wife, Mrs Celsing, is cast out into the cold winter, both literally
and socially, because of her bad behaviour.! Out there, in the cold,
there is no responsibility on the part of the public to help or support
her. Instead, this formerly powerful lady has to rely on the kindness of
others for something to eat and somewhere to sleep. Lagerlof’s fictional
world, as with pre-urban communities, is rooted in an environment
where farmers and crofters lived in a feudal system, and the survival
of such an individual was a matter of benevolence on the part of the
church, villages or generous individuals. This literary parallel sometimes
helps Swedish students to understand the historical dimensions of social
constructions and that state interventions in relation to citizens are, to
a large extent, variable across time and space. When the major’s wife
was excluded, care of the individual was a spontaneous moral reaction
within families and between people. It was not a subject for debate,
either within the education system or in pre-urban society.

The aim of this chapter is to explain how a care discourse was
elaborated within the Swedish welfare state with universal rights for
the care of citizens. The author’s focus will be on the care of older
people, a matter of social and political importance because of the ageing
population and the complex difficulties within welfare of balancing
services and expenditure. We should remember, however, that the
care of older people is but one element in the welfare state, which,
due to the macro-economic crisis at the beginning of the 1990s and
throughout that decade, became the subject of major changes. These
changes included an increase in decentralisation to the municipalities
and an increase in user financing as well as higher fees and income-
linking for services delivered to citizens. Another important change
was an increase in the publicly financed services provided by private
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agencies (Lundberg and Palme, 2002). (See also Korpi and Palme,
2003, for a discussion about how new financial situations in the post-
industrial welfare states influence, among others, old-age pension
systems and an increase in pre-retirement pensions as a consequence of
mass unemployment.) All these changes have significantly influenced
the form and content of care for older people in the municipalities,
for service users as well as for staff members. This is illustrated at the
end of this chapter with some figures highlighting current problems
in the care of older people.

Social care encompasses those public activities that include the help
and support of people with different kinds of disabilities, or who,
because of age-related diseases, are in need of help. Within the field
of welfare policy, social work practice has been variously handled, but
is, nevertheless, included in a single piece of legislation — the Social
Services Act (SES, 1980/2001:453). Growing demands for academic
education and efforts to improve the evidence base now characterise
social work and social care (see Abbott, 1988; Murphy, 1988; Perkin,
1996).

Citizenship and rights

The need to support those not part of the labour force because of their
age, youth or poor health has always been recognised, in all kinds of
communities. This is part of our condition as social beings, building
social organisations and systems. Different approaches have been applied
by each new generation, each contributing new ways of acting and
behaving with regard to one another; rules that are in place generally
look upon the labour force as in some way responsible for persons
outside it. But these approaches are not only a matter of what kind
of institutional solutions to the intergenerational problems or health
problems a community has, they also contribute to the discourses
that develop, thus reproducing action and organisation systems. Care
is looked upon as a discourse, specific to time and space, for different
kinds of communities.

Quoting Esping-Andersen (1990, p 21) with reference to T. H.
Marshall, ‘social citizenship constitutes the core idea of a welfare state’.
The end of the 19th century was a turning point in Swedish society
due to industrialisation and urbanisation. These changes resulted in a
thorough restructuring of civil society, the family sector, urban space
and working life as people were forced into towns in order to find paid
work, which for most became the dominant source of income.
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Housing conditions in towns and in the countryside were disastrous.
Insurance against accidents, poverty and sickness did not exist
and individual vulnerability was enormous. Parallel to these social
and infrastructure changes was a political and ideological struggle
concerning governmental power that ended in parliamentary victory
for the Social Democrats in 1932, when the building of the Swedish
model for a welfare society, characterised by universal rights and
financed by high taxes, began. Policy areas important in the building
of a welfare society have included social, labour market, finance and
housing policy.A social housing policy greatly influenced by society was
seen as necessary both for social reasons and as an important strategy
for enforcing high employment levels and, therefore, income tax
contributions (Hjorth Aronsson, 1999). Universal social rights were one
of the cornerstones for building the welfare system. Social citizenship
constructions were a prerequisite of the rights the individual had in
case of accidents, illness and ageing as well as the right to schooling and
education, and even to cultural events. This is what Esping-Andersen
(1990) calls a decommodification policy of the Scandinavian model.
There has been, and still is, legislation controlling state intervention in
relation to municipalities. State subsidies and state policy instruments
safeguard Swedish citizens by determining how they create locally based
welfare policies. A state with a strong public sector should guarantee a
community-based security net for all on an individual level.

The evolution of social care for older people will be the subject of this
chapter. Of central importance is the fact that care, from the very early
establishment of the welfare era, has been a matter for the public sector
and a major part of social policy. This means that liberal-conservative
charity and voluntary initiatives have been, for ideological reasons,
repressed by public initiatives. Today more voluntary initiatives exist
and, increasingly, private ones are seen in the welfare arena where the
care of older people provides a number of examples. One conclusion
seems to be that the voluntary sector has hardly any role to play in
welfare and provides no real alternative for users (Dahlberg, 2004, 2005).
Private management still plays a small part in the care of older people,
but is receiving increasing attention from government (Proposition
2005/6:115; Socialstyrelsen, 2006).

To sum up, the care of older people and their social citizenship and
rights have been seen as the responsibility of the public sector. Only
now 1is there a slight tendency for the government to allow private
alternatives in welfare provision for older people.
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The need concept

In a dictionary of sociology, need is defined as something necessary for
the survival of the individual or the organisation (Marshall, 1998). Needs
are sometimes contrasted with wants or desires that should be fulfilled.
The satisfaction of a person’s needs has, in the late modern welfare
debate, become a mantra both professionally and in the political struggle.
Individual needs are defined by a complex relationship between the
individual and the resources at hand, and the efforts of social workers
to assess, value, decide and finally satisfy the needs in question, not
forgetting the network of relatives an individual might have (Knight
and Walker, 1985; Kaufman, 1994; Sand, 2005; Socialstyrelsen, 2005a).
Financial compensation and needs assessment is another area where
the concept of need is used to ensure that people can manage to live
comfortably on their pensions (Bond et al, 1993). The complex concept
of need can be understood in relation to help, personal support and care
as a construction of what is available in terms of services and personal
support, as defined by administrators and politicians. Holistic goals
formulated within the legal framework to allow Swedish municipalities
to work for quality of life, and supporting an independent life for older
people, have been fragmented into a catalogue of individually assessed
needs (SES, 1980/2001:453; Socialstyrelsen 2005a). Satistying the needs
of older people in the municipal context has been left to politicians
and administrators to a much greater extent than is the case with
childcare, for which the state has largely retained overall responsibility
(Trydegiard and Thorslund, 2001; Rauch, 2005). Comparative studies
between municipalities,looking at their policies and work on social care
for older people, show that the differences have increased. The former,
and originally universal, Scandinavian welfare model has become more
fragmented (Rauch, 2005).

To sum up, the complex concept of need is socially constructed as
well as being a political mantra. The complex needs of older people are
to a growing extent met by support built on assessments of a catalogue
of fragmented help interventions.

The care concept

Care, seen as help, support and attention to a person’s individual
predicament is a spontaneous and universal act of solidarity between
human beings. It is the ‘willingness to help your neighbour’, to use
a Christian term. Bauman (1993) argues for intuitive, spontaneous
willingness to give care whenever necessary. He strongly rejects efforts
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to codify caring into ethical guidelines. From another perspective, as
part of paid social care work, professional care ethics have developed
with or without feminist approaches. The paid care work that we have
been used to counting on in Swedish welfare is to a large extent a
consequence of the entrance of women into the labour market. This
began with home helpers in the 1940s but grew to a larger scale during
the 1960s and 1970s. The transfer to a situation where both parents
in the household leave home for paid work evoked demands for new
ways to satisfy home-help requirements within nuclear families. It also
created a female-dominated labour market of helpers (Eliasson and
Szebehely, 1992). There was a move away from the responsibilities of
the family to the community. Eventually this became a task for the
public sector, and was legitimated by society through legislation, staff
training and state directives to the municipalities (Szebehely, 1995).
Simultaneously, however, alongside this ongoing translation from
a private to a societal sphere, there remained a great responsibility
within the family for the care of near relatives; something that could
be defined as hidden, silent, time-consuming and never-ending work
(Sand, 2005).

The empirical and theoretical research by the Norwegian sociologist
KariWaerness (1996) has been of profound importance to the evolution
of a care discourse in Scandinavia. Influenced by an Anglo-Saxon
tradition, and in order to identify different kinds of caring and cared-
for individuals, Waerness developed various typologies in order to
conceptualise differences between service and care, and symmetries in
the relationships between giver and taker in these kinds of relationships.
Her main concept — rationality of caring — was first introduced in a seminar
in Stockholm in 1981 and developed in an article in 1984. Waerness
argued that caring should be both (a) a relationship characterised by
quality and understanding of the context at hand and consciousness
of the existential conditions of the individual and (b) a planned and
evolved practice characterised by rational action in paid, female-
dominated work. Significantly, she strongly rejected the community
care ideology that was evolving during the 1980s, principally with
the argument that this kind of restructuring of people’s everyday lives
could no longer offer opportunities for community care as a realistic
alternative within the care sector (1985). Her argument was that the
emergence of women as major players in the labour market was a
reality, and thus women were not an alternative in a supposed voluntary
community care ideology. Looking back over the last 20 years we realise
that women not only make up a large part of the labour force within
the health and social care sector but simultaneously are responsible for a
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great deal of the private care within their nuclear families, as well as care
for relatives. In retrospective studies Waerness (1999) has demonstrated
the risks: over-rationalised and cost-eftective care, leading to stressed
social care staft who are unable to take an empathic approach to the
care takers. Abstract care bureaucracies develop formal relationships
with people whose real need is for personal service and care.

To sum up, Waerness has been of great importance to the research
and practice of care in Scandinavia, and the definition of care. In her
construction of the rationality of caring she includes both quality of care,
and one-to-one relationships, typified by the special quality of the
relationship between giver and taker. Her rejection of the community
care ideology points to the difficulties of a welfare society that was
too big, too expensive, and in search of alternative solutions to its
contemporary problems; in this case all too unrealistic.

Ageing and care - the forming of a discourse

Citizenship and rights, needs and care can in a social historical
perspective be looked upon as key concepts on which state, church and
local community have been forced to and have tried to take positions.
Looking to older people, the so-called client mixture (klientelblandningen)
in the poor houses was, for hundreds of years, the kind of ‘solution’
that local communities developed to take care of the poor, old and
chronically ill, physically as well as mentally. This responsibility for the
old and the poor was defined as elementary survival (Odén, 1983a,
1983b; Gustafsson, 1987).

In 1940 a government commission noticed that homes for older
people still had problems with their client mixture (SOU, 1942:56;
Olofsson, 1993; Olsson, 1993; Edebalk, 1994). The state became
aware of persistent, negative conditions affecting older people in these
communities. A new policy for older people, including nursing and
care, was introduced and one specific kind of housing for these people,
the municipal elderly home (dalderdomshemmet), became the model for
the whole country. Legislation concerning older people remained in
the form of the Poor Law Act (Edebalk, 1990, 1991, p 41). During the
next three decades the building of homes for older people proceeded,
as did the building of medical care and nursing homes in response to
an increasing number of older people with sustainable diseases.

Society began to question whether older people’s homes were
merely repositories and the basis of the ideology of normalisation was
formulated as a critique of the system. It was felt that older people
should be given the opportunity to remain at home for as long as
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possible, if necessary with home help. So in 1952 the National Board
of Health and Welfare published the first directives for a home-help
organisation for older persons in the municipalities. Alternatives to
institutional care for older people were to be investigated (Szebehely,
1995). Supplementary home help became a favoured option for older
people’s care in the politics of the period, with residential care seen
as a resource only for those with more severe care and nursing needs.
Needs began to be met in the home by the municipalities (Szebehely,
1995).

What emerged in those years can be regarded as the foundation of
contemporary home care for older people. The main actors in this
development were women, simultaneously housewives with their own
households. The paid home help proceeded with the help of their tacit
knowledge.

The number of older people with severe nursing and care needs
increased.This corresponded to increasing demands for home help and
the establishment of institutional care for those older people whose
needs were severe (SOU, 1977:99; Szebehely, 1995). At the beginning
of the 1970s the principle of normalisation was crystallised. This principle
became, and still is, the dominant ideology within Swedish care of older
people (SOU, 1975:39, p 55; Proposition 2005/07:115).

To sum up, individualisation, personal integrity, home-help services
and state subsidies contributed to normalisation. The expansion
progressed at different rates in different municipalities. From a
professional perspective it was enough to be a woman. A new kind of
female profession was evolving —home helpers as the creators of public
care. What was not considered were the demands put on frail relatives.
The problems they currently face and the support they receive will be
dealt with in the next section.

The current situation with regard to the welfare of
older people

Normalisation began in an era when municipalities, in the name of a
universal welfare tradition, were able to satisfy care needs. It eventually
received legal support in the form of the Social Services Act and still
influences actions taken concerning the care of older people (SES,
1980/2001:453; Proposition 2005/06:115).

Contemporary analyses, however, indicate that a fall in the proportion
of older people receiving home-help services is only partly explained by
their reduced needs. (The number of people receiving home help fell
over a 15-year period [between 1988/89 and 2002/03]: Socialstyrelsen,
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2005a).A redefinition of the concept of need has occurred. Developments
in recent decades indicate that society’s total financial resources decide
how many older people will be defined as needing help, rather than the
health and capabilities of the people themselves (Gurner and Thorslund,
2003; Socialstyrelsen, 2005a). Special housing has, due to cost, been
replaced by home-help services, which include domestic duties as well as
personal care, meals-on-wheels, security alarms and daily activities. Nurses
provide medical care in the home (Trydegird and Thorslund, 2001).
The legal regulation of municipal responsibility, and the Reform Law
on older people (the ADEL reform) in 1992 gave the municipalities ‘the
responsibility for the administration of nursing homes and home nursing
care. The municipalities were also given the financial responsibility for
... “bed-blockers™ (Thorslund et al, 1997, p 199).

The contemporary situation is characterised by a growing insight
that ‘the pendulum’ has swung too far in favour of home-help services.
Special housing has been accepted too readily. Persons with severe
dementia are those first to receive priority in institutional settings, and
thereafter, those with greater care needs. Personal care of a wife/husband
puts huge demands on spouses, who are often frail and of a great age
themselves (Sand, 2005; Szebehely, 2005).

Demographically, Sweden has the oldest population in the world:
the number of persons 80 years and older (sometimes described
as the fourth age) making up slightly more than 5% of the total
population (over nine million in 2004). According to official statistics
this is expected to be the case up to 2050, although with big regional
differences (Socialstyrelsen, 2005b, p 37). Women live longer than
men; the ratio of women to men in Sweden, aged 80 plus, is 8:1. Most
women live the last years of their lives alone, while the majority of
men live their last years with a partner. In this same age group 78% of
women live in single households, while the male proportion is 38%
(Socialstyrelsen, 2005b).

The average life expectancy increases for both men and
women who are married or cohabiting and it is also
expected that they will live together for more years than
earlier generations. As in Great Britain, prognoses indicate
that the number of older women in Sweden living with a
partner will increase. (Socialstyrelsen, 2005b, p 38).

Figure 14.1 shows costs for primary medical care, hospital treatment
including specialist treatment and municipal care for older people
(including municipal medical care) by age group and sex in 2003
(Socialstyrelsen, 2005b, p 275). Costs for medical treatment for men
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Figure 14.1: Medical/specialist treatment, primary healthcare
and municipal social care (home help and special housing),
cost (thousands of SEK) per person, by gender and age
group, 2003
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Source: Socialstyrelsen (2005b, p 275)

and women are comparatively constant through all age groups. The
increasing costs are in the municipal care of older people for both sexes.
‘Women of the highest ages dominate in special housing for older people
(Socialstyrelsen, 2005b, p 275).Worthy of note is that municipality costs
for special housing are about double those for home-help services in
ordinary housing.

Estimated costs for social care of older people according to the Social
Services Act and the Health and Medical Services Act are published by
the National Board of Health and Welfare. Table 14.1 illustrates costs,in
thousands of millions of SEK, for 2003 and 2004, at a national level.

Table 14.1 illustrates the municipal priorities of living in ordinary
housing with home and medical help, where the increase was 6.2%
between 2003 and 2004. There was a slight decrease in the costs for

Table 14.1:Total costs for care of the elderly (thousands of
million SEK)

2003 2004 Change 2003-04 (%)

Social care of older people, total 78,245 79,470 1.6
— Ordinary housing 23,998 25,495 6.2
— Special housing 52,786 52,523 -0.5
— Open activities 1,461 1,452 -0.6

Source: The National Board of Health and Welfare (2005¢, p 7).
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special housing as well as for open activities. Looking at the proportional
costs in 2004, about 65% of the total referred to special housing, 33%
referred to home-help services in ordinary housing and almost 2% to
daily open activities (Socialstyrelsen, 2005c¢, p 8).

Statistics for municipal services given to persons 65 years and above
during 2005, according to the Social Services Act (SFS, 2001:453) and
the Health and Medical Services Act (SES, 1982:763), are provided in
Figures 14.2 to 14.5 (Socialstyrelsen, 2006).

Figure 14.2 illustrates the percentage of the population aged 65 and
over, of different age classes, living permanently in special housing or
receiving home-help services. Home-help service dominates for people
up to 90 years of age. By age 95 special housing is the dominant form
of help. In total, about 235,400 persons or 15% of the population aged
65 and over, received one of these forms of help in 2005. In comparison
with the situation in 2000, the number of persons aged 65 and over
living in special housing or with home-help services decreased by
3,800 persons. At the same time, as the number of people in special
housing fell to 15% (n=17,800 persons), those with home-help service
increased to 12% (n=14,100 persons).

The proportion of people with home help in 2005 was 9% of those
aged 65 and over (n=135,000).The increase occurred in the age group
80 years and over, while for those people aged 65-79 there was a
decrease (Socialstyrelsen, 2006). This might illustrate a more stringent
assessment.

Figure 14.2: Percentage of persons aged 65 and over
permanently living in special housing or with home-help service
on | October 2005

100
I:I Special housing
80~ - Home help
60 [~
%
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Age
Source: Socialstyrelsen (2006, p 16)
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Among those receiving home help on 1 October 2005 the percentage
of women was higher than that of men. For people aged 95 and older,
more men than women received home help (see Figure 14.3).

Figure 14.4 shows hours per month for which it has been decided
a person should receive home-help in their ordinary homes. Only
38% received one to nine hours per month and about 23% received
between 10 and 25 hours per month. Approximately 0.5% received
200 hours or more.

Figure 14.3: Percentage of the population aged 65 and over with
home-help service living in ordinary housing on 1 October 2005
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Source: Socialstyrelsen (2006, p 18)

Figure 14.4: Percentage of the population receiving home-help
services plotted against allocated help hours/month on
| October 2005
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Of those receiving home help about 10% received assistance from
private agencies, that is, from a provider contracted by the municipality.
Compared with 2000 this represents an increase of 3% (Socialstyrelsen,
2006).

Those helping a relative in their home are able to receive benefits
from the municipality, paid on behalf of the person receiving care.
On 1 October 2005 about 5,300 persons were permitted relative care
benefits (anhdorigstod) by the municipalities. At the same time about 1,800
older people received help from a relative who was contracted by the
municipality, most often a husband/wife (Socialstyrelsen, 2000).

Home medical care (hemsjukvdrd) delivered by the municipality to
persons aged 65 and over existed in about 50% of the municipalities.
On 1 October 2005, 48,000 persons were registered as receivers of
home medical care. This is an increase of 7% on 2000 figures. Of those
receiving home medical care, 70% were aged 80 or older and 65% were
women. Home medical help was, in almost 70% of cases, combined
with home-help services. Compared with 2000 this represents an
increase of 9%.

Day care is decided on an individual basis, in accordance with the
Social Services Act or the Health and Medical Services Act, and takes
the form of shared activity, treatment or rehabilitation for persons with,
for example, dementia or mental or physical disabilities. About 12,200
persons aged 65 and over were receiving this kind of help on 1 October
2005, and of these about 64% (Socialstyrelsen, 2006) were women.

Around 100,400 persons aged 65 and over lived in special types of
housing on 1 October 2005, representing a decrease of 15% (n=17,800)
since the year 2000. The number of people aged 65-79 has fallen by
1% (n=7,000) since 2000, and those aged 80 and over have decreased
by 2% (n=10,800). In relation to the total population aged 65 and
over, this development means that the proportion of persons living
in special housing has fallen from 8% to 6%. For persons aged 80 and
over permanently living in special housing, the reduction is from 20%
to 17% when compared with 2000.

Figure 14.5 illustrates how the proportion of those permanently
living in special housing increases with age. Women aged 75 years and
over live in special housing more frequently than men, due to the fact
that they often live longer with one or more medical conditions and
are often single or widows with high care needs. Of all those living
in special housing on 1 October 2005, around 13% lived in privately
owned accommodation.
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Figure 14.5: Percentage of the population aged 65 and over
living permanently in special housing on | October 2005
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Summary

The social care discourse of the Swedish model evolved in an era of
universal welfare solutions distributed by the public sector, with the state
as the conductor and the municipalities determining and distributing
services as the providers. Legally, questions concerning older people
came under the Poor Laws, a situation that persisted until the Social
Services Act came into force in 1980. Since then, service is the overall
terminology for the satisfaction of social and personal needs, services
and care. Different housing solutions have been discussed and tried.
Since the middle of the 1970s the principle of normalisation has been
dominant, leading to a contemporary situation characterised by a lack
of special housing for older people most in need of care; this also affects
those with medical needs who are not in hospital. This situation has
also been marked by a growing ageing population, lack of educated
social care staft and rising costs. Changes in family structure and a high
proportion of women in the labour market have also contributed to
a situation whereby society can no longer count on women to take
responsibility for the unpaid care of older relatives.

Statistics show that the costs are mainly matters for the municipalities,
increasing with the age of individuals; costs for the county councils are
comparatively constant for ages 65 and over. The increase in costs has
been in services to those living in ordinary housing at the expense of
those living in special housing. The number of persons permanently
living in special housing in 2005 was 100,400, a decrease of 15% on

241



Care, community and citizenship

2000 figures. The management of special housing represents 65% of the
total costs of care for older people. The proportions of people living in
ordinary housing with home-help services and those in special housing
also indicate the stricter needs assessments that are made before anyone
is judged in need of a place in special housing. The home-help services
provided to people living in their own home increase with age. Overall,
a higher percentage of women receive help than men, illustrating their
tendency to live alone as widows or as single people. Relative care
benefits are a supplement to home help, whereby a relative receives
money from the municipality for help to a person according to their
assessed needs. Home medical care to persons aged 65 and over, mostly
women, was delivered in about half of the municipalities, an increase
between 2000 and 2005. Day care was provided for about 12,200 people
of aged 65 and over, most of them women. Private initiatives still play
a small, but growing, part in the care of older people in Sweden.

The social care of older people is currently characterised by a
fragmentation of help, where needs are judged ever more stringently
and without a holistic approach. There is a need for consolidation of
resources, in terms of money, staff, knowledge and responsibility, given
to the care of older people.To complete this chapter, reference should
be made to the government Bill that was presented at the beginning
of 2006 (Proposition 2005/06:115). The main propositions are listed
below:

Government suggestions for policies on nursing and the care of
older people (Proposition 2005/06:115)

Organisation:

* policy instruments on a national level to increase management of
nursing and care;

e agreements between county councils and municipalities about
participation of physicians in the municipal medical care of older
people;

e development of medical treatment in private homes with the
municipality as principal organiser;

* education and support for staff who care for older people;
organisation development.
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Medical care:

¢ increase in rehabilitation;

e attention to nutrition;

* attention to the pharmaceutical treatment of older people;

* physicians involved in the care of older people on a municipal
level;

e increased quality in the treatment of people with dementia;

e staff continuity in medical treatment of older people.

Social care:

* legal suggestion: legal right to home service for persons of aged 67
years or over;

e special attention to ageing in a multiethnic society;

» strengthening of legal rights in the Social Services Act (SFS,
2001:453);

* attention to good and purposeful housing for older people;

 health promotion and preventative measures for older people.

The next few years will show to what degree the state, county councils
and municipalities will be able to meet the challenges and consolidate
their resources in order to develop care for older people that is effective,
professional, well organised and ethically defensible. Key actors will be
professionals and politicians, as well as researchers and teachers.

Note
! Selma Lagerlof (1858-1940), storyteller, winner of the Nobel Prize for
literature.
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FIFTEEN

From old to new forms of civic
engagement: communities and
care in Germany

Frank Bonker

Germany is famous for the traditionally strong role of communities
in the provision of personal social services. Until the 1990s, the bulk
of these services, including social care, were provided by the so-called
welfare associations (Wohlfahrtsverbinde), non-profit organisations
with deep roots in the local community. Strongly embedded in their
respective socio-cultural milieu, the welfare associations were able to
rely on a high degree of civic engagement. Moreover, the fact that they
were organised along ideological lines guaranteed a strong cultural ‘fit’
between care givers and care receivers.

Since the 1980s, however, the role of the welfare associations in
social care has undergone considerable change (Bonker and Wollmann,
1996, 2000; Heinze and Striinck, 2000). The welfare associations have
not only lost market share, they have also become increasingly similar
to commercial service providers. This double marketisation has been
accompanied by changes in the level and form of civic engagement.
On the one hand, the traditional forms of engagement, characterised
by ‘lifelong and humble volunteering’ (Bode and Evers, 2005, p 113)
within the confines of particular milieu and organisations, most notably
the welfare associations, have suffered from erosion. On the other hand,
new forms of civic engagement, with a more individualistic, project-
type orientation, a greater demand for participation and a much less
prominent role for the welfare associations, have gained importance
and have increasingly attracted the interest of policy makers.

In this chapter, I analyse the changing forms of civic engagement in
German social care, with a view to identifying major trends and policy
issues. I start by sketching the old forms of civic engagement as they
have defined the traditional social service regime. Next, | examine the
factors that have contributed to the demise of this regime and to the
erosion of the old forms of civic engagement. The third section then
deals with the spread of new forms of civic engagement and discusses
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various attempts to encourage voluntary engagement in the field of
social care. The chapter closes with a brief summary.

Civic engagement in the traditional social service
regime

From a comparative perspective, the social service regime that prevailed
in Germany until the 1990s stood out because of the dominant position
of the welfare associations (Bonker and Wollmann, 2000; Heinze and
Striinck, 2000; Bode and Evers, 2005, pp 107-9). The latter provided
about two thirds of all personal social services and were also formally
incorporated into policy making at the local and state level, thus playing
a major role in the formulation and implementation of social policy.

Historically, the welfare associations have grown out of the numerous
charities and self-help organisations that mushroomed at the local level
in the late 19th century. Today, they are organised into six umbrella
organisations. Three of these have been aligned with the churches — the
Deutscher Caritasverband with the Catholic church, the Diakonisches Werk
with the Protestant church and the Zentralwohlfahrtsstelle der Juden in
Deutschland with the Jewish community. A fourth welfare association,
the Arbeiterwohlfahrt, has been part of the Social-Democratic Labour
movement. The two other associations — the Red Cross and the
Deutscher Paritdtischer Wohlfahrtsverband — have organised those that have
stood outside the churches and the Labour movement.

The strong role of the welfare associations in both service provision
and policy making dates back to the 1920s (Bonker and Wollmann,
2000, pp 329-31; Evers and SachBe, 2003, pp 61-71). It reflects the
strength of corporatist traditions in Germany, as well as the strong
influence of Catholic social thinking on German social policy. The
power of Catholic social thinking has found its expression in the official
endorsement of the famous principle of subsidiarity according to which
social services ought to be provided by public authorities only if families
and non-profit organisations cannot cope. In line with this principle,
the 1961 Federal Social Assistance Act gave the welfare associations clear
priority in service provision and obliged local authorities to support,
and to cooperate with, the welfare associations.

The cooperation between the local authorities and the welfare
associations manifested itself in the formal representation of the
welfare associations in certain local committees. Moreover, the welfare
associations enjoyed strong tax privileges and received substantial public
subsidies, which added up to about a tenth of the welfare associations’
revenues in the 1980s. Because of their powerful legal and political
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position, the welfare associations played a major role in the massive
expansion of personal social services that took place in Germany in
the 1970s and 1980s. In the course of this development, the welfare
associations grew substantially. The number of regular employees almost
tripled from 382,000 in 1970 to 1.12 million in 1996.

The strong role of the welfare associations in the provision of personal
social services favoured a high degree of civic engagement. Since the
welfare associations, most notably those aftiliated with the churches and
the Labour movement, were rooted strongly in their respective socio-
cultural milieu and were part of a broader subculture of associations,
they were able to rely on a high level of voluntary engagement.
According to estimates, the number of volunteers stood at about 2.5
million in the 1980s, about half of whom were actually engaged in the
delivery of social services. In addition, the welfare associations benefited
from substantial donations. Despite the strong increases in revenues
from service fees and public subsidies, such donations still accounted
tor about 5% of all revenues of the welfare associations in the 1980s.

Given the degree to which they are embedded in different
ideological communities, civic engagement in the welfare associations
was traditionally based on a strong sense of belonging to a particular
community and the commitment to a particular ideological cause. It
was seen as natural and/or as mutual social obligation rather than as a
temporary individual project or a way of individual self-realisation. As
a result, voluntary engagement was relatively stable and reliable and
not limited to particular activities or life stages. Nor was it fraught with
strong demands for participation.

The degree to which the welfare associations were embedded in
different ideological communities also provided for a strong cultural
‘fit’ between care givers and care receivers. The coexistence of different
associations made it possible for frail people to find a service provider
representing, and catering for, their own community. In many cases,
care receivers and care givers even knew each other from joint activities
and/or joint membership of a particular subculture. Thus, the traditional
German social service regime nicely illustrates Burton A. Weisbrod’s
famous argument that the involvement of non-profit organisations in
service provision can help to meet the demands of citizens in diverse,
multicultural communities (Weisbrod, 1988).
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The demise of the traditional social service regime
and the erosion of the old forms of civic engagement

Since the late 1980s, the provision of personal social services in the
Federal Republic has undergone far-reaching changes. These changes
can best be described as a ‘double marketisation’ (Bonker and Wollmann,
2000). For one thing, the welfare associations have lost substantial
market shares to commercial providers. For another, the modes of
service provision have changed and the welfare associations themselves
have developed similarities with their commercial competitors. The
demise of the traditional social service regime has been accompanied
by an erosion of the old forms of civic engagement. These changes in
both social service provision and civic engagement have been brought
about by an interplay of changes in society, in policy and in the
organisational strategies of the welfare associations themselves (Bode
and Evers, 2005, pp 110-14).

To start with, the position of the welfare associations has suffered
from socio-cultural mega trends such as individualisation, secularisation
and the increase in female employment (Heinze and Striinck, 2001,
pp 235-40). These trends have weakened the old milieu upon which
the welfare associations have rested and have contributed to an
erosion of the old forms of civic engagement. As the identification
with the churches and the Labour movement has declined, voluntary
engagement in, and for, the welfare associations has become less natural.
Temporary interest in particular ‘projects’ has replaced unconditional
lifelong faithful commitment. Citizens have paid more attention to the
individual ‘value-added’ of civic engagement and have placed higher
demands on their participation. As a result, the welfare associations
have faced increasing problems in attracting volunteers and donations.
This drying out of civic engagement has made the welfare associations
closer in nature to other providers, most notably local governments
and commercial providers.

Socio-cultural mega trends have also had some implications for the
demand for services and the cultural ‘fit’ between care givers and care
receivers. In the course of individualisation and secularisation, the
demand for ‘ideologically correct’ services has fallen. Customers have
paid less attention to the ideological background and affiliation of the
service provider, but have become more interested in the quality of
services in a more narrow sense. As a result, the welfare associations
have lost one of their traditional comparative advantages. This change
in demand patterns has further increased the pressure put on the
welfare associations.
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A second source of change has been changes in policy. In the 1990s,
the regulation of German personal social services was put on a new
footing (Bonker and Wollmann, 2006). These changes in regulation
aimed at strengthening the position of self-help groups and commercial
providers and at replacing the traditional forms of cooperation between
local governments and welfare associations with market-type contracts.
Reforms were motivated by concerns that the welfare associations had
become too bureaucratic and that the quality and responsiveness of
services and the efficiency of service delivery had suffered from the
exclusive and cosy cooperation among the welfare associations and
between the welfare associations and local authorities, which lacked
transparency (Seibel, 1992; Meyer, 1997). These concerns were strongly
inspired by the ideas of New Public Management, which were all the
rage in the second half of the 1990s.

The introduction of a new long-term care insurance scheme
in 1995/96 represented the single most important change in the
regulation of personal social services (Evers, 1998; Ostner, 1998).The
new legislation did away with the traditional privileges of the welfare
associations in service provision and policy formation and accepted
commercial providers as contract partners with ‘equal rights’. The
new rules paved the way for a substantial expansion of commercial
service providers, particularly in the field of domiciliary care. In 2003,
the proportion of licensed service providers who were commercial
providers had increased to 55%, while that of service providers
associated with the welfare associations had fallen to 43%, much less
than before the mid-1990s (Statistisches Bundesamt, 2005, table 2.1).

The introduction of the long-term care insurance scheme not
only weakened the position of the welfare associations, but also had
a negative effect on civic engagement in care (Deutscher Bundestag,
2002, pp 251-2). First, the new legislation weakened those actors that
had traditionally ‘channelled’ the bulk of civic engagement (the welfare
associations), and strengthened those actors that normally do not draw
on voluntary engagement, that is, commercial providers. Second, the
very introduction of the new scheme has tended to discourage civic
engagement. Even though the size of benefits has been limited right
from the beginning, the new scheme has nourished the impression
that civic engagement is no longer necessary, because the frail are now
taken care of by a specialised, professional scheme. This impression
has prevented citizens from becoming, or remaining, active and has
led many local authorities and other actors to reduce their efforts to
encourage civic engagement.' Finally, the introduction of the long-term
care insurance scheme has given rise to a ‘medicalisation’ of services.
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Based on a narrow, medical understanding of frailty, the new legislation
has favoured an orientation towards the healthcare system in which
civic engagement has traditionally played a much more limited role
than in personal social services.”

A third reason for the erosion of the traditional social service regime
and the old forms of civic engagement has been the reorientation
of the welfare associations themselves. In the 1990s, the latter began
to pay less attention to the encouragement of civic engagement and
the integration of volunteers into service provision. For one thing,
the growth and professionalisation of the welfare associations in the
1970s and 1980s favoured the rise of a new generation of professional
managers. Partly ‘socialised’ outside the welfare associations and often
keen on mimicking the structures of the apparently more successful
and modern commercial providers, some members of this generation
have tended to see civic engagement as a sideshow, if not as an outdated,
pre-modern relic. This sceptical position towards volunteers has been
echoed by some of the regular employees, who have feared that, in
times of fiscal retrenchment, the encouragement of civic engagement
might favour cuts in regular employment.

Not surprisingly, the ‘self~-commercialisation’ of the welfare
associations was most pronounced in East Germany where the socio-
cultural milieu upon which the West German welfare associations rested
were largely destroyed under communism. Thus, when the welfare
associations were set up in the East, they could not build on the same
foundations of citizen engagement that existed in the West. As a resul,
the new welfare associations in the East are more similar to commercial
providers than their Western ‘parents’ (Angerhausen et al, 1998). The
viability of such ‘lean’ welfare associations served as a model for the
‘modernisers’ in the welfare associations in the West.

Social care and the rise of new forms of civic
engagement

The erosion of the traditional forms of civic engagement has gone
hand in hand with the spread of new forms of activity. A number of
empirical analyses suggest that, contrary to many fears, the readiness for,
and the level of, civic engagement has not declined over time (Infratest,
2005). What we see, however, is a change in the forms of engagement.
Civic engagement is increasingly motivated by individual interest in
selt-realisation and in a particular issue rather than by attachment to a
specific group, socio-cultural milieu or community or by commitment
to shared norms. It also comes with greater demands for qualification
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and participation.As a result, civic engagement has become more short
term, more volatile and more project oriented. Moreover, the welfare
associations have lost their role as the single most important framework
for civic engagement.

The encouragement of new forms of civic engagement in personal
social services has been an issue in both academic and political
debates ever since the late 1970s. It has been discussed under different
headings that reflect a shift in the Zeitgeist (Heinze and Olk, 2001;
Olk,2001). Initially, civic engagement was primarily seen as a means of
counterbalancing the bureaucratisation of formal services. Later on, civic
engagement was promoted as an alternative to formal employment, a
way of closing gaps in the social net and a source of social cohesion and
social capital. The broad interest in civic engagement is evidenced by
the instigation of a parliamentary commission in 1998.This commission,
which consisted of Members of Parliament, academics and other
experts, not only came up with a voluminous report on the state of
civic engagement (Deutscher Bundestag, 2002), but also stimulated the
debate on civic engagement by commissioning research reports and by
organising public hearings on the topic (Heinze and Olk, 2001).

In Germany, social care belongs to those fields that feature most
prominently in the debates on fostering civic engagement (Landtag
NRW, 2005, pp 518-21; Deutscher Bundestag, 2002, pp 250-4).
One reason is the growing awareness that the ongoing demographic
changes will produce a strong ‘demand’ for civic engagement in social
care. Special attention has been paid to the increasing number of frail
people suftering from dementia. Their needs are only partly addressed
by the long-term care insurance scheme with its narrow understanding
of frailty. Also, it is widely believed that looking after people with
dementia is a type of care that can be undertaken relatively easily by
volunteers.

A second reason for the interest in civic engagement in social care
can be located on the supply side. There is some evidence that the
existing potential for civic engagement in care is only partly exploited
(Blanke and Schridde, 2001, pp 123-7; Deutscher Bundestag, 2002,
p 92). According to one major survey, for instance, only about 5% of
all Germans aged 14 and over are voluntarily engaged in social affairs
(Infratest, 2005). At the same time, about 16% of those who would like
to become involved would prefer to do so in the field of personal social
services. Given such figures, many observers believe that it should be
possible to increase the number of volunteers in social care. Among
the different subgroups of potential volunteers, the ‘young pensioners’
—retired people who are still healthy and are looking for a new ‘project’
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after decades of gainful employment — have become a major target
group (Seiters, 2002). With their life experience and their awareness of
the problems of ageing, they are seen as natural candidates for looking
after frail older people.

Initiatives to foster civic engagement in social care have taken
different forms.To start with, the welfare associations have rediscovered
civic engagement (Deutscher Bundestag, 2002, pp 274-5). Compared to
the early 1990s, they are now paying more attention to the recruitment
and integration of volunteers and regard the latter as a major asset rather
than as a relic. All welfare associations have made the involvement
of volunteers a major part of their corporate identity. In order to
become more attractive for interested citizens they have run advertising
campaigns, have professionalised their human resources management
and have tried to accommodate demands by potential volunteers for
greater participation and a more project-oriented engagement (for
examples, see Landtag NRW/, 2005, pp 265-8).

The welfare associations have also been a driving force behind the
mushrooming of volunteer bureaux (Freiwilligenagenturen) that has
taken place since the mid-1990s (Heinze and Striinck, 2001, pp 245-
7; Jakob and Janning, 2001; Deutscher Bundestag, 2002, pp 147-9).
Set up by individual welfare associations, local authorities or alliances
of local actors, these agencies have tried to recruit, to train and to
place volunteers and to consult organisations interested in integrating
volunteers in their work. Drawing on British, Dutch and US models,
the main idea has been to bundle information and to create a single
contact point for all those interested in civic engagement. The
volunteer bureaux, of which there are an estimated 150, have promoted
civic engagement in all kinds of fields, not only in social services
(Bundesarbeitsgemeinschaft der Freiwilligenagenturen).

The activities of the welfare associations and the local authorities
have been complemented by several initiatives at the federal level.
The federal government has made a number of attempts to promote
the role of volunteers in social care, especially the care of people with
dementia. For example, it has co-financed a number of model projects
testing new ways of integrating volunteers into social care. It has also
introduced a supplementary long-term care insurance benefit for
people with dementia.

The recruitment, qualification and integration of voluntary helpers
were among the key issues in the federal government’s programme
‘Modern Services for the Elderly’ (Altenhilfestrukturen der Zukunft),
which ran from 1999 to 2003 (BMFSEJ, 2004).Within the framework of
this programme, the government supported 20 innovative local projects.
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The focus of these projects differed. Some concentrated on a better
integration of different services; others aimed at exploring new forms
of living or at improving services for those with dementia. In one way
or another, however, a substantial number of projects tried to strengthen
civic engagement and to provide a greater role for volunteers.

The support for model projects was extended and made on a regular
basis in 2002, when the Red-Green government amended the law on
long-term care insurance with a view to improving the situation for
people suffering from dementia (Bundesregierung, 2004, pp 17-18).
The new law obliges the long-term care insurance funds (Pflegekassen)
to provide €10 million annually for supporting measures improving
care for these citizens. The measures eligible for this support can take
different forms, including courses for family members and volunteers,
agencies for relief carers, and new forms of care for groups of sufferers
by qualified volunteers. Due to German federalism, the eventual
distribution of the money rests with the states. The care insurance
funds do not cover all the costs. States and/or local governments are
expected to bear half of the expenditure.

In 2002, the federal government also introduced a supplementary
cash benefit of up to €460 per year for people with dementia. This
benefit, which is only paid on top of the standard long-term care
insurance benefits, can be spent on a number of specified services (§ 45b,
SGB XI), most notably short-term and relief care not covered by the
standard benefits and new forms of care for people with dementia.
Again, special emphasis is put on care by volunteers. The government
hoped that the new benefit, along with the financial support for model
projects, would help to substantially expand the service infrastructure.
Promoting care by volunteers has been seen as a way of improving the
quality of support and of reducing the burden on the family without
expanding costly formal intervention by professionals.

However, the expansion of services has progressed slowly
(Bundesregierung, 2004, pp 29-34). By late 2004, the numbers both of
model projects and of new kinds of services for people with dementia
were much lower than originally expected and deemed necessary and
desirable by the government. First, it took some time before the states
adopted the complementary legislation required for the implementation
of the new provisions. Second, the recruitment and qualification of
volunteers was more difficult than expected. Third, the demand for
services has remained lower than expected. In 2003, less than 10% of
the 400,000 who were eligible actually claimed the new benefit for
people with dementia. This reluctant take-up can partly be explained by
a lack of information about the new benefit, and the limited availability
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of services. However, it also suggests that a substantial number of the
frail, and their family members, still remain sceptical about care by
‘strangers’, be they professionals or volunteers.

The slow expansion of new kinds of care services for people
with dementia shows that there are obstacles to strengthening civic
engagement in personal social services. It shows how difficult it is
to find volunteers, especially for more demanding and less attractive
services, to integrate these volunteers into service provision, and to
overcome reservations on the part of the ‘clients’ themselves. There
are no simple solutions to these problems. Of course, there are calls
for a better coordination of activities, a better ‘social recognition’ of
civic engagement, more financial support for innovative projects and
improved fiscal incentives for volunteering (see, for instance, Landtag
NRW, 2005, pp 518-21). In an age of ‘permanent austerity’ (Pierson,
1998), however, all costly measures have met strong resistance.

Summary

This chapter has analysed the changing forms of civic engagement in
German social care. It has shown that the traditional forms of civic
engagement have suffered from erosion, but have been partly replaced
with new forms of engagement. These changes in civic engagement
have been a major factor in the transformation of the German social
service regime. This is because the erosion of the traditional forms of
civic engagement has contributed to the weakening and transformation
of the welfare associations, which had dominated the provision of social
services up until the 1990s.

As the chapter has shown, the encouragement of civic engagement in
care has been ever present in German academic and political debates.
A number of major reform initiatives are identifiable, especially since
the mid-1990s. These initiatives have gained ground more recently
with the federal government’s attempts at promoting new forms of
care services for those with dementia, which rely heavily on volunteers.
However, these reforms have so far produced limited results. The slow
expansion of the new services is evidence of the obstacles that exist
to strengthening civic engagement and the role of the community in
social care.
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Notes

"' In a way, this message is also conveyed by the federal government’s regular
reports on long-term care (Bundesregierung 1997,2001,2004). The first two

reports, at least, do not raise the issue of civic engagement.

> However, it should be noted that some features of the long-term care
insurance scheme have aimed at strengthening civic engagement. One of the
main goals of the new scheme was to stabilise informal care and to promote ‘a
new culture of help and human devotion’ (eine neue Kultur des Helfens und der
mitmenschlichen Zuwendung) (§ 8(2), SGB XI).The measures adopted include
courses and pension credits for informal carers as well as a special cash benefit
(Pflegegeld) tor frail people to be used for ‘acknowledging’ informal care, rather
than for buying formal care. These measures have aimed at strengthening all
kinds of informal care, including care by volunteers. In practice, however, they

have mainly favoured care by family members, relatives and neighbours.
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SIXTEEN

The social care system for older
people in Japan and the role of
informal care: Long-term Care

Insurance five years on

Michihiko Tokoro

Introduction

Japanese society is ageing rapidly. Currently over 20% of the people
in Japan are over 65 years old, and this proportion will grow to 27.8%
in 2020. How to cope with this ageing population has been on the
agenda as an urgent policy issue since the 1980s, and continuous
welfare reforms were made in the 1990s. The most important policy
development in this field was the introduction of public Long-term
Care Insurance (LT'CI) in 2000.This aimed to reduce the heavy burden
on the informal care system (the family) and to socialise the care of older
people by expanding community-based social care services. Five years
on, a review of LTCI is in progress. This chapter will explore current
issues concerning Japanese social care policy and informal care.

An outline of the social care system for older people
in Japan

The Japanese welfare system has been characterised by its residual
aspects, in which care for older people was traditionally given mainly
by the family, and more precisely by women. However, this arrangement
should not be seen as explained by tradition or culture. At one point,
Japan tried to develop the western style of welfare state, and the social
service programme was expanding until the first oil crisis interrupted
Japanese economic development. Then, in the late 1970s and 1980s, a
popular argument arose, in favour of a Japanese-style welfare society in
which the family and the informal sector would play a greater role in
social care (Hiraoka, 2006). This was typical of the political ideologies
of the period of low economic growth, which attempted to stem the
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expansion of social expenditure. It was argued that the Japanese welfare
system should find its own development path, based on Japanese culture
and tradition, rather than adopt a western-style welfare state.

Even though the ‘Japanese-style welfare society’ is a mere political
slogan, the Japanese residual welfare system remained until at least the
1990s. Public social care for older people was provided on the basis
of assessment of needs and financed by taxation and income-related
charges. Eligibility was judged by local authorities, which had broad
discretion. With limited resources they of course took into account the
living arrangements of older people. The rationing of service resources
usually meant that a higher priority in service allocation — often a place
in a residential and nursing home — was given to single older people
with low incomes, rather than to older people living with potential
informal carers, or those with higher incomes. Those older people who
were excluded by the old style of service provision were particularly
unhappy with that system.

Local government administered the old system in which non-profit
sectors also operated as service providers on behalf of public sectors
under contract to local government.The quantity of service provision
was limited, so many older people and their families faced difficulties
in accessing public services. While there were not enough social care
provisions, in particular community-based care services, many older
people stayed in hospital for non-medical reasons, waiting for a place
in a nursing home to become available (Hiraoka, 20006).

As concerns over the ageing population grew, Japan introduced LTCl in
April 2000.The Japanese LTCl is unique in the way it integrates the social
insurance system and ‘mixed’ social service provision for older people,
with a ‘care management system’ in which care services are provided
under a care plan made by social care professionals. During the process
of implementing the LTCI, three policy goals were often stressed:

 establishing a social care system for all older people, supported by
the whole population;

* improving the quality and efficiency of long-term care services, and
separating social care from medical provision;

* reducing heavy dependency on long-term hospitalisation and the
cost of medical insurance.

Japanese social policy preferred a social insurance rather than a tax-based
system as the way to finance social services, although the LTCI is not
purely ‘insurance’, as half of the finance for the scheme comes from
general taxation. However, the self-image of insurance was considered
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important, in terms of presenting a clear link between paying for care
and service provision. It was a practical option for the government, which
needed to persuade the public to finance the new public care system.

The insured are those aged 40 years and over. They are divided into
two categories: those aged 65 years and over (type 1) and those aged
40-65 (type 2).The insurance contribution varies as it is determined
by local government, but the average premium for those aged 65
was approximately 3,000 yen per month when the new system was
introduced. The individual service user is also required to meet 10% of
the service cost, subject to an upper limit. There are several measures
in place to reduce the contributions and service charges for those with
a low income.

Today, LTCI covers most personal care services for older people,
including home help, home-visit nursing, day care, rehabilitation, short-
term (overnight) stays and equipment rental. For-profit organisations
have joined the public sector and non-profit voluntary sectors in
providing these community-based services. Service users choose the
types of service, facilities and service providers for themselves, and it
was expected that the providers — public, non-profit and for-profit
— would compete with each other to obtain more customers in the
social care market condition created by the new LTCI.

Welfare of older people under LTCI
Older people

Stereotypically, older Japanese people live in traditional extended
families, but continuous social movement in families since the 1950s
has changed this. It is estimated that the proportion of households
with older people will increase from 23.8% in 2000 to 37.1% in 2025.
In 1980, 50.2% of the households that had older members (aged 65
years or more) were three-generation households. The proportion of
three-generation households declined to 23.7% in 2002, while houses
with a single older occupant, and those with an older couple, increased
from 10.7% to 20.2% and from 16.2% to 28.6% respectively during the
same periods. In other words, half of the households containing older
people have no younger members. If we look at the picture over the
whole population, 8% of older males and 17.9% of older females live
on their own, compared to 4.3% of older males and 11.2% of older
temales in 1980 (Social Security Board, MHLW, 2004). It is important
to recognise that the current demographic and household patterns do
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not resemble the old arrangements for care by the family typical of
the 1970s or 1980s.

While the numbers of older people living apart from their children are
increasing, some do still live close to their children. The government’s
survey on older people living apart from their children shows that
10.3% have children living within five minutes’ walk, and 45.9% live
within one hour’s journey (MLIT, 2003).Taking these statistics together
with the data on three-generation households, it can be said that many
older Japanese people still live close to potential informal care, as far
as physical distance is concerned. However, a different government
survey shows that the contact between older parents and their children
living away from home, including conversations over the telephone, is
relatively low. Over half of older people have contact less than once a
week (Cabinet Office, 2006).

The circumstances of older people who are actually in need of
support could be different from those set out above. The Comprehensive
Survey of Living Conditions of the People on Health and Weltare for
2004 (CSLCPHW)' is the latest of a series of three-yearly surveys on
eligible LTCI service users. According to this survey, household types
are classified in accordance with their level of care need. In the case of
level 4 or 5, where people are often admitted to nursing homes, the

Figure 16.1:Type of household and level of care needs
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proportion of single households is less than 10%, while households that
include offspring are still in the majority (Figure 16.1).

Care services under LTCI

LTCI covers a wide range of care services, including community-based,
institutional and some healthcare services.To access these, older people
must have their care need formally assessed by the local authority. If they
are considered to be in need, they are rated as ‘in need of support’ or ‘in
‘need of care’ which has a further five categories (level 1-5) according
to the level of care need in the original LT CI schemes (these categories
were reorganised in the 2005 reform, which is explained later in this
chapter). Between need level 1 and need level 5 they can then apply for
care services, up to a limit that is set based on that level. For example,
an older person who is ‘in need of support’ can utilise care services
up to 6,150 units (approximately 61,500 yen or 300 GBP) and those
who are ‘in need of care level 5° can use services up to 35,830 units
(approximately 358,300 yen or 1,800 GBP) per month. Then LTCI
covers 90% of these care costs, and the user pays the remaining 10% as
a ‘user charge’. Simply put, users choose their own services with the
support of a ‘care manager’, and they are then allocated a package of

Figure 16.2: Choice of community-based service by level of
care needs
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care services that come from various providers. The aim of LTCI is to
increase the number of care service providers and stimulate competition
among them in the social care market.

Various community-based personal services are available under
LTCI, but the choice of services tends to be diverse, depending on
the care need or circumstances (Figure 16.2). People in lower need
categories do not always take up the services to which they are entitled,
or use the meal delivery services, while short-term stay services are
those predominantly taken up by those in medium need categories.
In practice, to use institutional care services, a person must fall into a
higher need category.

It is interesting to note that there are still people who are not
using the community-based care services for which they are eligible.
There may be several reasons for this. Older people may dislike being
supported (they are self-reliant), or may have sufticient family support
(Figure 16.3). It is often suggested that the service charge (10% of
service costs) may be too expensive for older people with low incomes.

Figure 16.3: Reason for not using services
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Figure 16.4: Reason for not using services, older people and
carers compared (level 1)
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The picture is seen to be more complicated if we compare the reasons
given by older people and by their carers (Figure 16.4).

On the other hand, it has been pointed out that, as a consequence of
having an insurance system, ‘unnecessary’ services are often arranged
for older people. As mentioned above, the main aim of LTCI was to
support older people living on their own in the community. LTCI
offers a wide range of choice, from physical care services to home aids,
and it was expected that older people would be able to choose the
services that they really needed from this range. It appears, however,
that services are often utilised unnecessarily. There is confusion here
between ‘what people need’ and ‘what they want’.The increase in the
number of single males among older people may necessitate a particular
type of support if we consider the traditional male breadwinner model
of families, in which the man was very unlikely to engage in housework
such as cleaning or cooking.
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It was originally expected that care managers would make a ‘care
plan’ for an individual older claimant according to their needs, but in
many cases, care managers are employed by the care service providers,
and work as a service manager for the providers, rather than as an
independent social worker acting in the interests of older people
(Hiraoka, 2006).

Carers and trends towards institutional care

In Japan, a third of main carers are spouses in the same household,
followed by daughters or (some) sons-in-law (27%) and children (25%)).
It is notable that the carers are also ageing, over half being 50 or more
years of age. Many of them have a job outside the household (40%).
The employment of carers also affects the time they are able to give
to older people. Comparing the 2001 and 2004 surveys, the average
length of time a carer, employed or unemployed, is able to give has
fallen (Figures 16.5, 16.6 and 16.7).

It is worth noting that the amount of time devoted to care by informal
carers has decreased since 2001, but there is no clear improvement in
the carer’s own assessment of their health (Figure 16.8).

Figure 16.5: Main carer’s relation to the older person
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Figure 16.6: Carer’s age
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Figure 16.7: Average time of care by carer’s work status, 2001/04
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Figure 16.8: Carer’s health by the care need, 2001/04
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It is also important to note that a general preference towards
institutional care, for instance in nursing homes, still exists among older
people and their carers. This preference is enhanced by increasing care
needs, a view particularly expressed by carers (Figure 16.9). There may
be some disagreement between older people and their carers about
the desirability of institutional care. For example, in the case of level 2,
half of the carers express a preference for institutional care, but this
proportion is considerably higher than that for older people themselves
(Figure 16.10).

Despite the differences, there still seems to be a strong demand for
institutional care among service users and there are still long waiting
lists for care of this kind. It is reported that 340,000 older people were
on the waiting lists in 2005, and this is often seen as evidence of the
shortage of care services (Ikegami, 2005; Ito,2005; MHLW, 2005). One
of the reasons for this is that payments for institutional care, particularly
hotel costs, are seen as relatively generous, compared to care in the
community.

There are still many older people staying in hospitals for social reasons,
with 380,000 beds available in hospitals nationwide for those who need
long-term medical treatment. LTCI covers the care service provision
for older people in these hospitals under some conditions. A third
(130,000), of hospital beds above were covered by LTCI in 2005, but
this system has been criticised as it supports the social hospitalisation
of older people as a convenient substitution for nursing homes, which

Figure 16.10: Intention of using institutional care by care needs
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usually have long waiting lists. The MHLW has estimated that in 2005
at least half of the ‘patients’ needed no medical treatment and were
unnecessarily staying in hospital. These costs impose a heavy burden on
both LTCI and the public medical insurance (Social Security Board,
MHLIW, 2005).

It is possible to argue that the trend towards institutional care shows
the reality of informal care in Japan. Although the government regards
this as a result of the relatively low cost of institutional care, the real
problem is still rooted in the burden on family carers. From the start,
LTCI was designed to more or less encourage family or community
support, yet the demand for institutional care remains high.

Figure 16.11: Monthly spending on services by level
of care need (yen)
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Cost of care services under LTCI

The cost of care tends to increase, not surprisingly, according to the
level of care needed (Figure 16.11).The average amount for all users
who have to pay for themselves under the LTCI scheme is 16,188 yen
(80 GBP) but this can be up to 33,771 yen for those at level 5.
These care costs need to be examined in the context of household
expenditure. The Family Expenditure Survey (2004) shows that
in the case of an older couple, their average monthly disposable
income 1s 204,134 yen and real expenditure is 235,065 yen. This
means that the average household is already in deficit, and would
find it difficult to meet the costs of additional services unless they
have savings.

It has often been pointed out that the LT'CI scheme imposes a financial
burden on older people living on low incomes. The contribution for
the insurance and 10% charge for service use have been a matter for
debate since its introduction.

The average contribution for older people (aged 65+) was 2,911
yen in the period 2000-02.This went up to 3,293 yen in 2003-05, and
would reach 4,300 yen in 2006-08 (Social Security Board, MHLW,
2005).The LTCI scheme has several provisions to help those on low
incomes. Contributions are based on an income-related scale, which
has five (or six depending on the local authority) bands.The reduced
rate (50%) of standards contribution is applied to the lowest income
group such as those living on public assistance (G1) and the higher
rate (150%) is applied to the higher income group (G5). The local
government can require additional contribution from the highest
groups (GO).

There are more serious concerns over the eftects of service
charges (10% of service cost), which could prevent those in need
from claiming assistance. If we look at the spending on care services
by income group, spending tends to increase with income (Figure
16.12). However, according to the data in Figure 16.11, it is not
certain whether older people, in particular those with low income,
utilise all the services they need because the average spending is
below what the LCTI would cover. It is also important to note
that the user has to pay all the costs that are not covered when care
services are needed beyond the limit set by their LTCI. This can
be very expensive for older people. It can be shown that informal
carers still contribute significantly to fill the need that is not covered
by LTCI (to 2005).
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Figure 16.12: Spending on care services by income level (the band
of LTCI contribution, yen)
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In addition to several measures to reduce the contribution and service
charges, the public assistance system covers both contributions and
service charges if the service users are living on benefits. The number
of households that receive care service support from the public
assistance system increased from 64,551 in 2000 to 141,009 in 2004.
This is evidence that the financial circumstances of older people are
deteriorating.

LT CI: the first five years
General picture

The Social Security Board, Ministry of Health, Labour and Welfare
argues that LTCI is a success, on the basis of the following points. First,
the social care services under LT CI have expanded dramatically. The
number of older people who were assessed as eligible for care insurance
services rose from 2.18 million in 2000 to 4.11 million in 2005, and
the actual number of service users increased from 1.49 million to 3.23
million during the same period. This rapid increase can be seen as a
success for ‘socialisation of care’. The number of service providers has
also increased. This is partly because new providers, including for-profit
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organisations, have joined the social care market. There were serious
concerns about the shortage of care service provision and that people
would be ‘paying contributions for non-existent services’ when LT CI
came into force, but this situation did not arise.

Second, the ‘needs assessment system’ is seen as ‘fair’. There were
worries that need assessment could be biased, could fail to assess
particular needs, or might function as a gatekeeper controlling service
provision. There were particular concerns about need assessment in
the case of dementia, where the extent of need can be very difficult to
judge. But after minor amendments to the assessment system, it seems
that there have been no real problems to date.

Third, there were no serious confusions over the administration of
care provision at the local government level when LT'CI was introduced.
The insurer of LTCI is the municipality, which is responsible for
management at local level. No serious administrative failure has been
reported so far. An opinion poll shows that the vast majority of people
believe that the burden of family care has reduced under LT CI (Social
Security Board, MHLW, 2004, 2005).

However, several problems have already appeared in the LTCI
system. Its expenditure rose from 3,600 billion yen in 2000 to 6,800
billion yen in 2005 (Uemura, 20052). As examined above, there are
still preferences for institutional care. It is also problematic that some
users tend to consume services regardless of their need, and that service
providers encourage their service users to utilise more services for
business reasons. The creation of the social care market attracted a
number of private social care providers. The availability of care services
was a main concern when LTCI was introduced, but today, the quality
of the services has become an important issue. Fraud cases, such as
false claims to the insurer by the providers, and theft or abuse by care
workers, are sometimes reported.

Also, LTCI is not always accessible to those on low incomes. The
service charge works as a deterrent for them, meaning that this income
disparity could lead to an unequal service utilisation among the older
population. The availability and quality of services is still very dependent
on the local environment. There are still shortages of service providers
and provision in some rural areas, while a higher insurance contribution
(premium) is required for the insured living in those areas that have a
high proportion of older people.The areas where many nursing homes
operate tend to require higher levels of insurance contribution, because
they have attracted more frail older people. In addition, there is an
increase in the numbers of single older households, which means that
many such people in urban local authorities will face financial problems.
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The recent social trend, described as a U-turn to the city from the suburbs,
offers a more convenient lifestyle and less dependency on the car. It is
reported that the level of contributions in some municipalities is 2.5
times higher than others.

The reform of LTCI in 2005

Expanding public expenditure has led to a review of the policy of
social care,and in 2005, the first major reform of LT CI was carried out
since its introduction. The government set the policy goal as creating
a ‘sustainable social care system’.

The main aspect of the reform is the introduction of what is
called a ‘prevention programme’ for older people with lower needs
which is managed by a newly established local support centre. The
categories of ‘in need of support’ and ‘in need of care level 1’ will be
reorganised into three categories, and those who are in these new
categories will be provided with new ‘prevention programmes’. The
prevention programmes include exercise, dental healthcare and other
community-based life support programmes (Uemura, 2005b). The
prevention programmes were introduced to promote health, reduce
care service provisions and to improve LTCI’s finance. However, it is
unclear whether these programmes actually improve the health of older
people and reduce the expenditure from LTCI on them (Ikegami, 2005).
Although the prevention programmes include nutrition improvement,
it is not certain whether older males, who had never cooked in a
traditional family, would ever pick up a pan (Sodet, 2005).

The reform has also tried to create strong incentives among users
and carers for them to move away from institutional and towards
community-based care. In the previous system, institutional care was
regarded by family carers as a cost-eftective option, as ‘hotel costs’ were
covered by LTCI. So the reform made changes to this coverage, and
‘hotel costs’ (such as nursing homes) as an element of institutional care
are now excluded from LTCI coverage.

These new initiatives were implemented in 2006, but several parts
of the reform proposal were left out, notably the extension of LTCI
coverage. LTCI basically covers the needs of the older population,
based on insurance contributions from those aged 40 or over, and
taxation. There have been arguments for the extension of coverage
towards the younger population so that care services can be provided
to people with disabilities. The financial basis of LTCI could be made
more solid if contributions were required from the under-40s. This
idea faced strong opposition from disabled people who worried about
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increases in charges. Currently the care service provision is based on
an income-related selective system financed by taxation, and businesses
feared extra financial imposts to support the employees’ contribution.
However, this issue will be given attention again in the next major
reform in several years’ time.

Prospects: LTCIl and impacts on family policy

It 1s still too early to conclude that LT'CI is a success or a failure, as
there is a need to take many factors into account. The original aim
of LTCI was to support older people living in the community and
to reduce the burden of family care by providing various community
care services in a context of welfare pluralism. Some data suggest that
this goal has been more or less achieved, but there are several issues
still needing attention.

It is important to remember that LTCI was not intended to replace
all informal care with public care, even including community-based
care services. Family care is always expected to underpin the policy
emphasis when shifting from an institutional-based system, such as
nursing home care, to community care. LTCI was a useful tool to
keep the family involved in the care of older people. It is, of course,
true that most older people prefer living in their own home, not in a
care 1nstitution. The fact is that the current provision level under LTCI
alone is not always enough to fulfil all the need, so some families are
still seeking institutional care, which is probably considered as a clear
replacement for informal care. This may be the case for older people
with dementia.

The recent reform of LTCI was initiated in response to financial
concerns. While the control of costs was highlighted, reducing the
burden of informal care was no longer the main issue. It is symbolic
that a ‘sustainable care system’ is what was stressed, instead of the
‘socialisation of informal care’. This was a remarkable change from the
early periods of LT'CI in 2000.

However, the shift from institutional to community care could be
problematic unless the environment of informal care is improved.
Social care for those with dementia will be the next serious issue for
the Japanese care system. It is not certain that the current system can
support older people and their informal carers in the community. It
is also important to consider the care costs for older people and their
carers under LTCI. The current level of insurance contribution and the
user charge (10% with a maximum limitation of charge on a service user
set at approximately 38,000 yen) is often seen as a reasonable level, but
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their financial situation will inevitably bring a higher bill for many users.
It is estimated that the insurance contribution may have to increase
to 6,000 yen in 2012, over two times higher than at its introduction.
In addition, outside the LTCI system, several social security reforms
have already made the situation worse. In the public health insurance
scheme, the charge for patients has increased, in particular, for older
people. The pension reform in 2004 has introduced a capping system
for pension payment, which aims to reduce the cost of pensions as
demographic change occurs.With lower pensions and higher insurance
contributions and user charges, informal care will have to play a vital
role in the care of older people, just as before.

LTCI was introduced in order to reduce the burden of family care,
and has been broadly accepted and welcomed, but it has begun to face
financial realities. Unless the public shows strong support for the
original aim and is prepared to put more financial resource into the
system, it is very difficult to imagine a bright picture for older people
and their carers in 2020.

Note

' The Comprehensive Survey of Living Conditions of the People on Health
and Welfare for 2004 (large-scale survey) has collected data on older people
who were assessed as being eligible for the care service covered by LTCI. The
survey covered 10,000 households and 100,000 older people.
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Conclusion

Susan Balloch and Michael Hill

In one sense there can be no conclusion to this book. The chapters
represent powerful contributions to an international debate about how
to meet both the costs and complex demands of care and the rights
of citizens in advanced economies and ageing societies. This debate 1s
very likely to continue into the foreseeable future with no immediately
obvious solutions. Several issues, however, are clarified in this volume
and some encouraging evidence provided on potential improvements
in policy and practice.

One central concern repeated in several chapters and made
particularly strongly by Barnes in Chapter Four is that ‘care’ is usually
absent from discourses of citizenship, participation and civil renewal.
The ‘ethic of care’, as a set of principles and practices, challenges the
distinction between public and private virtues and enables connections
to be made between care, citizenship and social justice. It encourages
policy makers to look beyond conventional boundaries imposed on
‘social care’ and ‘community’ policies and think holistically about the
best ways to improve people’s lives. This includes not just older people
and the conventional candidates included in a narrow interpretation
of ‘community care’ but also young people (Stephen and Squires,
Chapter Seven; Quilgars, Chapter Ten) and women who, as victims of
domestic violence, are often isolated from any type of support (Wilcox,
Chapter Eight).

In this context it is important that we do not overlook inequalities
of care and the much more acute problems faced in meeting the care
needs of those discriminated against on grounds of ethnicity or poverty.
As Butt (Chapter Nine) reveals, black and minority ethnic communities’
experiences of care are very variable and only rarely promote choice
and control. This 1s less the result of inadequate legislation than the
perpetuation of racial stereotypes and the imposition of a white,
ethnocentric perception of care, which often fails to identify the
needs of those living in diverse communities. The suggestion that a
community development approach may be best for meeting the needs
of black and minority ethnic communities, and indeed any groups
experiencing discrimination and disadvantage, needs to be taken
seriously in the social care world. It is endorsed in Germany by Bonker
(Chapter Fifteen), who quotes how the traditional provision of social
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services through local welfare associations was very effective in meeting
the demands of citizens in diverse, multicultural communities.

These considerations raise important questions about what
‘community’ means in these contexts. As has been emphasised in
distinctions between ‘care in’ and ‘care by’ the community, citizenship is
not enhanced if what occurs is abdication of the overall responsibilities
of society and government to communities without the capacity to
develop eftective care strategies. There is moreover a need to consider
whether these so-called communities have firm identities outside
official stereotypes of little-understood ethnic groups.

The potential effectiveness of a community care development
strategy is the particular focus of Chapter Ten by Quilgars, which is
based on research in two deprived neighbourhoods in Hull. This had
the objective of encouraging and facilitating communities in their
support of their more vulnerable members. Developments encompassed
new networks, a community care forum and new community
facilities and activities. The project showed that while it was definitely
possible to encourage a more caring and supportive approach within
new community activities it was still difficult to make contact with
people who had more traditional community care needs and/or were
isolated in the community. The latter problem was exacerbated by the
prominence of high-profile issues such as crime and community safety,
which tended to overshadow care and support needs.

There is substantial evidence of the viability of looking beyond
family care to neighbourhood support and to the social capital and
resources that can be built up through voluntary and community sector
activities (Fyvie-Gauld and de Podesta, Chapter Eleven; McGowan and
Jowitt, Chapter Twelve). While positive evidence for the eftectiveness of
schemes within local communities such as befriending and mentoring
is very strong, financial support for them from local authorities, health
agencies and neighbourhood renewal funds is hard to obtain. Along
with Quilgars, these chapters show both the potential of communities
and voluntary organisations to enhance care and, at the same time,
their vulnerability.

Returning to the primary source of care — still in all countries seen
as ‘the family’ and, in particular, women — it is clear that individuals take
the responsibilities of care with extreme seriousness and responsibility
but are often pushed to their limits by the failure of services to
understand the biographies of those they are trying to support or
failing to appreciate the nature of relationships within which effective
care is received. This is particularly the case for families providing
care for members with increasing dementia (Brannelly, Chapter Six).
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Recognising an ethic of care relevant to the whole of society asks us
to move away from a narrow focus on care in the family setting to
an acceptance of a public responsibility for care based on adequate
funding, effective organisation and a properly trained and remunerated
social care workforce.

This book has not sought to address in any detail the complex
interface between health and social care. The importance of this is well
illustrated by the needs of individuals with dementia and their families,
with dementia often dismissed as a condition not needing medical or
nursing care. Divisions and conflicts between health and social care
agencies must, however, be confronted if a fairer care system is to be
established. This involves understanding and resolving the different
perceptions of rights and needs raised in the debate about the medical
and social models of disability. It is also integral to any discussion of
the costs of care and who should bear them.

In the UK the funding of social care has changed little since the
1940s. It is still based on means-tested care offered to a relatively small
number of individuals through local authorities or privately purchased,
in contrast to healthcare, which is still largely free through the National
Health Service. Only in Scotland (Petch, Chapter Three) are personal
care costs, in addition to health costs, covered by the state. The most
radical recent proposals are centred around the expansion of direct
payments and individual budgets, but the funding of these is not ring-
fenced and progress on their development is very slow. The Commission
for Social Care Inspection (CSCI, 2006) report on the state of social
care in England berates the lack of information for people trying to
purchase their own services, minimal support for carers and lack of
choice over services used.

Sweden’s system shares some of the characteristics of the UK systems,
albeit in a context of much more effectively measured care. Both
Germany and Japan, in contrast, have undertaken major reviews of
their social care funding and attempted to establish more level playing
fields in which basic care costs are covered by public funding, although
at a fairly low level (Chapters Fifteen and Sixteen). They have gone
from this down the route of creating long-term care insurance, offering
the potential of more universal services (at least without rationing by
means tests). Yet in both these countries there have been mounting
concerns at escalating costs and inadequate services, hence rationing
by strict tests of need remains of great importance. In Germany the
scheme is criticised for being based on a limited, medical model of
frailty and for contributing to the commercialisation of care and a fall
in civic engagement through the voluntary sector. In Japan there has

283



Care, community and citizenship

been concern that cheaper costs have encouraged long waiting lists for
residential care. Additionally, a cap on pensions and increased insurance
contributions and user charges mean that the emphasis on family and
informal care has, if anything, increased. The evidence from both these
countries suggests that while a national scheme is potentially fairer and
easier for people to understand, in practice care still needs to be based
within and around communities to be acceptable.

An interesting difference between German and Japanese care
insurance is the way in which, in the former system, benefits come
in cash that may be spent in any way (including the reimbursement
of relatives) while in the latter it is services that are provided. The
development of direct payments in the UK offers the potential for
provisions comparable to those in Germany, should the current very
limited acceptance of payments to relatives be extended. However, the
fact remains that for all help of any substance (also disregarding here the
limited grants of Attendance Allowance) there is also the application of
a means test (often taking assets into account as well as income). The
extent to which the use of means testing implies incomplete citizenship
is, of course, a matter for debate.

One of the successes of the UK system of care has been the continued
reduction in residential care and greater support for people living in
their own homes. The privatisation of care has been a major feature of
this, as indeed it has been in Germany and Japan, and even in Sweden
the private market in care is now expanding. In essence there is no
reason why properly regulated, commercially marketed care should be
any less effective and acceptable than publicly provided care, which
has certainly not escaped scandals related to failure and abuse. Yet we
return to the issues highlighted earlier — that services provided by
an impersonal organisation, with staft who are not part of their local
community, will have more difficulty in providing what people want
and need.

Mayo et al note in Chapter Five, quoting Le Grand (2003), that
internationally there is evidence that public sector employees report a
greater commitment for serving the community and helping others than
those in the private sector. Logically there is no reason why this should
be the case if terms and conditions of work, training opportunities
and rates of staff retention are similar across public and independent
sectors. Current evidence suggests, however, that this is often not the
case, particularly where the public sector, as a major purchaser, forces
down the price of services and hence staff salaries.

The quality of the social care workforce is integral to the eftective
working of any care system. Mayo et al (Chapter Five) and Mears
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(Chapter Thirteen) highlight the strength of the commitment of the
workforce and the centrality of their values but balance these against
the difticulties faced. Mayo et al’s study of front-line professionals in
neighbourhood regeneration identifies the types of difficulties that have
emerged, partly related to the inherent complexities of working with
very diverse individuals and communities but also related to the New
Public Management and partnership working, which sometimes leaves
professionals little scope for making personal choices in a context of
increasing bureaucratisation and central control. Lack of management
support in difficult situations was also widespread. Such pressures
‘distance’ professionals from those they are trying to support demoralise
them and are a likely contributor to high rates of turnover.

Workforce difficulties can also be compounded by low rates of pay,
poor training and a lack of career structure.As Mears (Chapter Thirteen)
shows, this is an issue with international dimensions and a problem for
the home care workforce in Australia. While care workers recognised
that their work was highly skilled, required delicate negotiations
between personal and work relationships and the building of trust over
time, they resented their low levels of pay and recognised that their
commitment to their work and the satisfaction they obtained from it
was being exploited. They also feared that cost-cutting would distance
them from those they supported.

We do not wish to be naive about the resource problems that have
to be faced in relation to the problems of care. Rationing decisions
have to be made, and questions about how to share care responsibilities
between the state, communities, families and individuals have to be
confronted. What is unfortunate in this context is the way in which
rhetoric about ageing societies and the so-called ‘demographic time
bomb’ involves an exaggeration of these problems and a disregard of
the continued importance of the mixed economy of care. Worse still,
such rhetoric, in identifying those who need care as a problem group
for society, implicitly denies the citizenship of these individuals. All
citizens — to greater or lesser degrees — need care at times. A good
society is one in which it is regarded as normal and natural that we
both give and receive care in a social, economic and political structure
that supports this activity.
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