i ‘ ' ASHGATE

There’s No Place Like Home.
Place and Care in an Ageln

ASHGATE e-BOOK



THERE’S NO PLACE LIKE HOME:
PLACE AND CARE IN AN AGEING SOCIETY



Geographies of Health

Series Editors
Allison Williams, Associate Professor, School of Geography and Earth
Sciences, McMaster University, Canada
Susan Elliott, Dean of the Faculty of Social Sciences,
McMaster University, Canada

There is growing interest in the geographies of health and a continued interest in
what has more traditionally been labeled medical geography. The traditional focus
of ‘medical geography’ on areas such as disease ecology, health service provision
and disease mapping (all of which continue to reflect a mainly quantitative
approach to inquiry) has evolved to a focus on a broader, theoretically informed
epistemology of health geographies in an expanded international reach. As a result,
we now find this subdiscipline characterized by a strongly theoretically-informed
research agenda, embracing a range of methods (quantitative; qualitative and the
integration of the two) of inquiry concerned with questions of: risk; representation
and meaning; inequality and power; culture and difference, among others. Health
mapping and modeling, has simultaneously been strengthened by the technical
advances made in multilevel modeling, advanced spatial analytic methods and
GIS, while further engaging in questions related to health inequalities, population
health and environmental degradation.

This series publishes superior quality research monographs and edited collections
representing contemporary applications in the field; this encompasses original
research as well as advances in methods, techniques and theories. The Geographies
of Health series will capture the interest of a broad body of scholars, within the
social sciences, the health sciences and beyond.

Also in the series

Therapeutic Landscapes
Edited by Allison Williams
ISBN 978 0 7546 7099 5

Sense of Place, Health and Quality of Life
Edited by John Eyles and Allison Williams
ISBN 978 0 7546 7332 3

Primary Health Care: People, Practice, Place
Edited by Valorie A. Crooks and Gavin J. Andrews
ISBN 978 0 7546 7247 0



There’s No Place Like Home:
Place and Care in an
Ageing Society

CHRISTINE MILLIGAN
Lancaster University, UK

ASHGATE



© Christine Milligan 2009

All rights reserved. No part of this publication may be reproduced, stored in a retrieval
system or transmitted in any form or by any means, electronic, mechanical, photocopying,
recording or otherwise without the prior permission of the publisher.

Christine Milligan has asserted her right under the Copyright, Designs and Patents Act,
1988, to be identified as the author of this work.

Published by

Ashgate Publishing Limited Ashgate Publishing Company
Wey Court East Suite 420

Union Road 101 Cherry Street

Farnham Burlington

Surrey, GU9 7PT VT 05401-4405

England USA

www.ashgate.com

British Library Cataloguing in Publication Data

Milligan, Christine, Dr.
There’s no place like home : place and care in an ageing
society. -- (Geographies of health)
1. Older people with disabilities--Care--Cross-cultural
studies. 2. Older people with disabilities--Home care.
3. Older people with disabilities--Institutional care.
4. Caregivers--Great Britain--Case studies. 5. Caregivers--
New Zealand--Case studies. 6. Medical personnel-caregiver
relationships.
I. Title II. Series
362.4'048'0846-dc22

Library of Congress Cataloging-in-Publication Data
Milligan, Christine, Dr.

There’s no place like home : place and care in an ageing society / by
Christine Milligan.

p. cm. -- (Ashgate’s Geographies of health series)

Includes bibliographical references and index.

ISBN 978-0-7546-7423-8 -- ISBN 978-0-7546-9048-1 (ebk.) 1.
Social work with older people. 2. Older people--Care. I. Title.

HV1451.M555 2009

362.6--dc22

2009020355

ISBN 978 0 7546 7423 8 (hbk)
ISBN 978 0 7546 9048 1 (ebk.V)

©
/. 3 Mixed Sources
Product group from well-managed . . o
forests a%d orher controlled sugrces Printed and bound in Great Britain by

www.fsc.org Cert no. SA-COC-1565
FSC © 1996 Forest Stewardship Council MPG Books Group, UK



Contents

List of Figures and Tables vii
Preface ix
1 Introduction 1
2 Conceptualising the Complex Landscapes of Care 9
3 Who Cares? People, Place and Gender 27
4 Mapping the Contours of Care — International and Transnational
Perspectives 43
5 Care and Home 61
6 The Impact of New Care Technologies on Home and Care 77
7 Care and Community? 91
8 Care and Transition — From Community to Residential Care 101
9 Emotion and the Socio-spatial Mediation of Care 119

10 Reconfiguring the Landscape of Care: Porosity,

Integration and Extitution 133
11 Concluding Commentary 147
Bibliography 149

Index 171



This page has been left blank intentionally



Figure

3.1

Tables

2.1
2.2
9.1

List of Figures and Tables

Care by ethnic group and time spent caring in the UK (2001)

Construction of informal care within differing welfare regimes
Unpacking the concept of care

Health symptoms felt by informal carers in Great Britain

by number of hours spent caring (2000-2001)

39

15
16

121



This page has been left blank intentionally



Preface

At age 84, my father-in-law was diagnosed with dementia, he was a non-smoker
who drank alcohol only sparingly at celebratory and other ‘special’ social events.
The onset of his dementia followed closely on the heels of medical surgery. Until
that time he had lead a fit and active life and would often pass the time doing
woodwork in his garden shed or helping out a friend or neighbour. On more than
one occasion he could be found chopping wood for the ‘old chap’ who lived further
along the road he lived in. My mother-in-law was 82 at the time; she had (and still
has) partial hearing and a long-standing and incurable sight impairment. Despite
these physical impairments, she was a fit and active woman who undertook the
main caring role during the two years of my father-in-law’s dementia — all but
the last six months of which took place in their own home. She was regularly
supported in this caring role by two of her non-resident adult children until my
father-in-law’s health deteriorated to the extent that a 24 hour nursing home care
became the only realistic solution. My husband, despite being a non-resident carer,
took a significant role in caring for his father, fulfilling many of the intimate caring
and personal hygiene tasks that more commonly fall to female family members.
Support from the formal care services at that time can, at best, be described
as disorganised and chaotic. Some services were put in place whether required or
not and others that were needed were not available. Despite numerous phone calls
to cancel deliveries of incontinence pads, for example, they continued to arrive
on a weekly basis. At one point, the spare bedroom in my mother-in-law’s home
was piled from floor to ceiling with boxes of these pads. While incontinence is
no laughing matter, my father-in-law was at least guaranteed to remain clean and
dry! While it is possible to see some humour in this situation, my later research
revealed that in other areas, those who desperately needed these resources had to
do without, creating distress and humiliation for all concerned. ‘Tuck in’ services
aimed at helping my mother-in-law to get her husband ready and lifted into bed
arrived at 7.00 p.m. at night leaving her with the unenviable task of trying to
keep her husband from trying to climb back out of bed when no help was readily
available to get him back into it. New paid care workers would arrive at the house
with absolutely no formal training in either basic hygiene or care techniques. In
one instance a care worker was found attempting to empty the contents of the
commode down the kitchen sink. We began keeping a diary of events and in one
month, we noted that over seventeen different paid care workers arrived on my
mother-in-law’s doorstep. Her confusion became so extreme, that on one occasion
she showed a (rather confused) woman collecting for charity into my father-in-
law’s downstairs bedroom, thinking she was yet another in a long line of care
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workers. Her distress about the quality of care services lead us to contact an NHS
arbitrator, whose role was to negotiate with these services in an attempt to bring
order to the apparent chaos of care delivery.

This, of course, is an extreme example and my mother-in-law was not without
family support. Yet, my later research revealed that such experiences are not
uncommon.

Two years after the death of my father-in-law, my widowed mother was
diagnosed with Alzheimer’s disease. I have lived proximate to my mother for
nearly 30 years and with two daughters, the primary caring role fell to both myself
and my sister. My mother suffered from an accelerated form of Alzheimer’s and
died just over a year from diagnosis. The restless and aggressive nature of the early
stage of her illness lead to several extremely concerning incidents in which she
disappeared from her home for short periods of time, leaving my sister and myself
frantic with worry. On one occasion she walked onto a train and turned up in a city
some 70 miles away with no recollection of how she got there, or how she could
get home. Our concern was such that we took clinical advice and agreed to place
my mother in the dementia wing of a psychiatric hospital for a six-week period of
assessment. I can only describe this place as truly awful. Whilst architecturally the
setting was wonderful, the staff attended only to the personal and medical needs
of the patients, there was no attempt at therapy or occupational activity. Those in
for assessment were placed in a locked (and mixed) ward, with no locks on the
bedroom doors. The restless nature of the dementia suffered by some of those in
the ward meant that they regularly wandered in and out of their fellow patients
rooms, opening doors and cupboards and taking their belongings. Staff in the unit
appeared to have little comprehension of the extent of distress this caused both
patients and their families. On one occasion my mother was attacked by a fellow
patient, on another occasion, a fellow (male) patient lay screaming across the
doorway to her bedroom. My mother refused to go to the communal bathroom in
the night for fear she would meet one of these patients. She was continent on entry
to the hospital ward and almost fully incontinent on leaving the place six weeks
later. Don’t get me wrong, I am sure that by the very nature of my mother’s illness
she is likely to have been responsible for a share of the disruptive behaviour in the
ward. But I remain convinced that much of the distress could have been avoided
had the hospital ensured that in-patients were able to enjoy a modicum of privacy
and that some activities or occupational therapy were available. It was clear at the
end of her period of assessment that my mother’s mental health had deteriorated
to such an extent that we would be unable to care for her at home.

Following much distress and soul-searching my sister and I took the advice of
the medical and social work staff assigned to my mother’s case and placed her care
in the hands of staff in a residential care home specialising in dementia.

The care home we ‘chose’ for my mother had many good things to recommend
it. It was relatively small in comparison to some of the ‘chain’ care homes in the
area, its staff-to-patient-ratio was much lower than that of many other nursing
homes and many of the paid care staff were warm, caring people. But we
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experienced many frustrations as well. Claims were made about activities and
treatment prior to my mother’s entry to the care home that were never delivered
in practice. Privacy, though considerably better than the assessment ward in the
psychiatric hospital, was still limited. Conflict and confusion arose over decision-
making and medication. We of course are not unique, many others share similar
experiences, but all of this is extremely wearing on informal carers. Contrary to the
expectation that placement in a care home would relieve my sister and I of some
of the stresses of caring, we, in fact, found ourselves facing new and unexpected
stressful experiences.

You might be forgiven for thinking that the experiences recounted above
occurred around the 1950s or 1960s — after all, it was the work of Goffman and
Townsend that first drew our attention to the dire circumstances experienced by
many of our disturbed and frail older populations. In fact, the above account of
my mother’s experience occurred between January 2000 and February 2001 — my
father-in-law’s experience occurred only two years earlier.

Yet these experiences have not all been bad — I have the highest regard for the
social worker assigned to my mother’s case — she steered us through the confusing
maze surrounding care services in the UK, her support was unfailing during
periods of bewilderment and disillusionment in relation to my mother’s residential
care. Many of the care workers in the care home were wonderfully kind and caring
people, as was one of the clinical ward managers. In my view, the remuneration
they receive for this work is poor in comparison to the often stressful and difficult
tasks they undertake.

Nevertheless, it was the experiences of care during the periods of both my
mother’s and father-in-law’s illness that drew my attention to the apparent disorder
and disparities in the system. In the case of my father-in-law, I was more of an
onlooker — giving practical support where needed, helping to complete forms and
dealing with the formal care services, but with two sons and a daughter living
in the same town, my mother-in-law was one of the ‘lucky’ carers, in that she
did not lack for close familial support. In the case of my mother, I experienced
these things first-hand. More than seven years on from my mother’s death, I still
question a system whose legislation pays homage to human rights and dignity,
but whose practical application can at times leave much to be desired. Were we
unlucky in the services we received or were our experiences ‘the norm’? Carers
are often so physically and emotionally drained, that summoning the additional
energy required to protest about unsatisfactory services may be beyond them. How
are informal carers included (or excluded) in decisions made about around care
services in the home and in residential care? Where does power and control really
lie? How can examples of good practice be identified and replicated? These are all
questions that underpin the work on which this book is based.

Christine Milligan
March 2009
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Chapter 1
Introduction

Care for frail older people often involves not just one story or narrative, but several,
each evolving over time and space.

Despite the increased interest in informal care in recent decades, the concept itself
is not new. The UK for example, as with many advanced capitalist countries, has
long had a mixed economy of care in which the state, the family, the voluntary
sector and the market are seen to play different roles at different times. Indeed,
Offer (1999) went so far as to claim that the ‘classic welfare state’ (as epitomised
by Britain between 1945 and 1976) should be seen as exceptional rather than a
culmination of earlier ideas and practices. Rather than a recent ‘discovery’, then,
the ‘re-discovery’ of informal care by political and academic communities —
particularly since the late 1970s — has emerged at a time when idealist conceptions
about the nature of ‘real welfare’ have been discarded.

Three significant factors have contributed to the raising of state and professional
interest in informal care, particularly within advanced capitalist societies. First,
global ageing — whilst this is a worldwide phenomena, many advanced capitalist
states are seeing a particular growth in the 75+ age groups. Indeed, recent figures
from the UK Office of National Statistics reveal that for the first time ever the
country has more pensioners (defined as those aged 65+) than under-16s (ONS
2008). Whilst many older people do not require care, it is nevertheless true that
advancing age increases the likelihood of frailty and hence the potential need
for care and support (Williams and Cooper 2008). Second, within many neo-
liberalising states there has been a widespread erosion of public sector support
services over the last two decades or so in favour of a mixed economy of care. This
includes an elevated role for the private and third sectors, underpinned by attempts
to reinvigorate ‘responsible citizenship’. If we accept Offer’s interpretation of the
rise of the welfare state, such shifts in care can be seen as a return to the prevailing
status quo. Both of the issues referred to above should be interpreted alongside a
third shift — an ideological turn towards ‘ageing in place’. This shift has taken root
in many advanced capitalist states over the latter half of the twentieth century. It
has been underpinned by policies and supports designed to enable older people to
remain in their own homes as long as possible, with the aim of reducing the need
for residential care. In sum these three factors have contributed to an increasing
shift in health and welfare policies and practices in neo-liberal states away from
state dependency models of provision in favour of personal and family reliance.
Inherent within this shift are assumptions not just about the nature of the family
in contemporary society, but also its willingness, and capacity, to assume caring
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responsibilities. These changes are of particular significance for the long-term care
of older people in an ageing society,

While policy and legislation in many neoliberalising countries acknowledges
that there is still a role for statutory and independent bodies in supporting older
people to ‘age in place’, in reality, where care support in the home is required, most
is undertaken by family, friends and neighbours. Such care is largely unpaid and
can involve a wide variety of tasks ranging from shopping and the management
of financial matters to personal care and medication. Within this book such care
is referred to as informal care as distinct from formal care consisting of paid care
work undertaken by a range of health and social care professionals drawn from
the statutory, voluntary and private sectors. In the UK, as many as one in eight
people are now seen to undertake informal (or family) care, looking after someone
who is sick, elderly or disabled (Department of Health 2008) — nearly five million
of these people care for someone who is over the age of 65 (Maher and Green
2002). Some five years ago, the UK carers’ charity Crossroads estimated that the
overall saving to government and taxpayers was around £57 billion per year (BBC
News 2003). In the United States, it has been estimated that around one in six
households (around 35 million people) provide unpaid care for an adult over the
age of 50 — mostly to parents or grandparents (National Alliance for Caregiving
20006). Increasing numbers of caring households are also evident in such countries
as Australia, Canada and New Zealand. Clearly, then, informal care within the
home is a key component of policy around care for older people and, as such, is
crucial to its successful implementation.

Few would argue that state provision could ever replace that provided by
informal caregivers. Indeed, Hirst (2002) maintained that most community
health and social care services would be unable to cope without the contribution
of informal carers — a comment echoed by ter Meulen and van der Made (2000
p- 257) who maintained that, ‘Informal care not only supplements professional
care, but is a basic conditioning for the functioning of the organised health care
system’. Commenting on the extent of informal care-giving in the UK revealed
by the 2001 Census, the then Liberal Democrat spokesman for older people, Paul
Burstow, went as far as to claim that informal carers are the foundation upon
which the whole care system stands, without them, the whole system would face
collapse and many voluntary organisations would struggle (BBC News 2003).
Supporting informal carers is thus high on the public policy agendas of many
advanced capitalist countries.

However, in conjunction with this recognition that informal carers are critical
to the success of policies designed to support ‘ageing in place’, there has been a
growing acknowledgement that the heavy demands of care-giving can lead to a
decline in the physical and mental health of informal carers themselves (O’Reilly
et al. 2008). One consequence of this has been that in countries such as the UK,
Canada and New Zealand, governments have introduced a raft of strategies,
guidance and legislation designed to support informal carers. This not only places
them at the centre of future health and social care strategies, but in the UK at
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least, is seen to indicate that informal carers are to be supported and viewed as
partners in the care of their family member. Indeed, the 2001 National Service
Framework for Older People explicitly stated this, thus promoting a co-worker
model of formal and informal care.

‘Ageing in place’, then, not only elevates the domestic home as the preferred
site of care, but it increases the complexity of the relationships between formal and
informal care-givers and care-recipients within the home. Care-giving for older
people involves a complex pattern of people (formal and informal carers), places
(domestic/non-domestic) and times (daily, intermittent, continuous). As such, it
involves not just a single, situated narrative, but several, each evolving over time
and space. These narratives do not occur in discrete spaces; rather their complex
dimensions are manifest through a series of interwoven stories that emerge at
different times as a result of differing sets of circumstances. They can stretch
across and beyond the domestic home, to include the community, public and
private institutional settings. Understanding how older people and their informal
carers experience these shifting landscapes of care is important, but as yet, we
have little understanding of how these complex stories weave together. Further,
the explicitly spatial nature of care-giving is relatively under-researched and while
health geographers have begun to engage with these issues, to date, this work has
been poorly conceptualised. There’s No Place Like Home: Place and Care in an
Ageing Society represents one attempt to redress these gaps by focusing on those
relational practices of care-giving to frail older people that extend from the domestic
space of the home to the community and institutional care homes. The book, thus,
engages with critical concerns about the nature and site of contemporary care and
care-giving. Its geographical lens seeks to provide an increased understanding of
how the increasingly porous boundaries between formal care-giving and informal
care create complex landscapes and organisational spatialities of care.

Unpacking these complex spatialities involves an understanding of the politics
of welfare, prevailing ideologies and socio-cultural systems. Such an approach
can enhance our understanding of the needs and interests of dependent groups
and their care-givers as well as issues surrounding the social and spatial equity
of care.

It is against this background of the growing importance of informal care-giving
within academic and political discourse, but also more critical concerns about the
nature and site of care and care-giving, that this book is located. It focuses firstly,
on the spatial manifestation of care at various scales, and how care is woven into
the fabric of particular social spaces, identifying some of the processes behind
variations in the care-giving experience. In particular, attention is drawn to the
need for a greater understanding of how the interplay between local cultural
practices, the social politics associated with care provision and wider structural
forces impact on care-giving behaviour within and across space. Secondly, the
book engages with debates around the meaning of care and how space can be
conceptualised within these debates. More specifically, the book focuses on how
the intersection of formal and informal care-giving within domestic, community
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and residential care settings create a particular landscape of care for older people.
To what extent, for example, might it be said that increased dependency on formal
care services within the home contributes to an institutionalisation of the home for
some frail older people (Milligan 2000)? The growing complexities surrounding
these landscapes of care are further called into question in considering care
transitions from the domestic home to supported accommodation and residential
care homes. For while there has been a burgeoning of interest in the changing
nature of care and what this means for informal carer givers (particularly within the
sociological and social policy literature) this work has centred almost exclusively
on community-based settings and is aspatial in its analysis. Limited attention has
focused on how informal care-givers experience and cope with immediate and
longer-term transitions in the place of care. It is generally assumed, for example,
that on entry to residential care, the ‘burden’ of caring transfers from the informal
carer/s to professional caring staff within the care home setting. Yet, informal
carers can undertake a surprisingly high level of care in care homes, highlighting
the porosity of boundaries between formal and informal care. These transitions
and how they impact on the lives of informal carers and care-recipients underpin
the analysis of care in this volume.

Not only has the spatial nature of care-giving for frail older people received
limited attention, but perhaps with the exception of Twigg’s (2000) work on the care
in the home, it has also been poorly theorised. As she, herself, noted, while such
care touches on some of the most intimate and important aspects of people’s lives,
it has been dominated by practical concerns and as such, has tended to become
something of an academic backwater. The book, thus aims to conceptualise the
spatial experience of care in terms of informal carers’ location and dis-location
across the landscape of care. Here, I draw on ideas about anthropological place
and non-space postulated by Augé (1995); Serres (1995) notion of extitutional
arrangements; and the institutionalisation of the home (Milligan 2000) as a
means of interpreting the shifting relationships between people and places in the
construction and delivery of care to older people. Running through this book,
then, is an engagement with debates around the place of formal and informal care-
giving for older people and what this might mean in terms of inclusionary and
exclusionary sites of care.

The book draws on debates within the published literature, together a range
of case study material and secondary data (largely but not exclusively) from
advanced capitalist countries to frame a critical discussion of care-giving for older
people across both community and residential care settings. It does so in a way
that contributes not only to our appreciation of the importance of place in the
care-giving relationship, but also to our understanding of life-course transitions
experienced within the care-giving relationship. As articulated through the everyday
life experiences of older people and their carers, the book gives attention to the
material and non-material manifestations of care within the home, community
and residential settings. The aim here is to draw together and extend ideas and
understandings emerging from research that I have undertaken with older people
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and their informal carers — mainly in the UK but also in New Zealand — over the
course of the past ten years. Whilst individual studies have had a different overall
focus, all have been concerned to explore the relationship between people, place
and care. More specifically, they have sought to draw out issues of dependence and
independence, need and access to formal and voluntary care services as well as the
experience and implications of care for the lives of research participants.

Though much of the focus of this book is on the care of older people within
the UK, many of the core themes and concepts discussed are of wider relevance.
Hence it is hoped that the book will have resonance for those interested in care
and older people across a range of western — particularly neo-liberal — settings.
Conceptualising the landscape of care, then, is underpinned by the need to draw
out (the complex and evolving) manifestation of care in particular places through
a particular social science perspective. In doing so, the book seeks to progress
understanding and debate along both these fronts, drawing attention to those largely
neglected aspects of informal care for older people and their interrelationship with
formal care and places that warrant further examination.

Before outlining the structure of the book, it should be noted that in addition
to the definition of informal care-giving discussed on page two, there are three
further terms used in this book that perhaps warrant some clarification. Firstly, it
is acknowledge that there is substantial debate around what constitutes an older
person and whether ‘old age’ should be chronologically defined or linked to some
level of physical limitation or disabling condition arising as a result of the ageing
process. This is discussed in more detail in Chapter 4. In most western settings old
age is linked to pensionable (hence chronological) age — most commonly between
60-65 years. As that is the age around which most statistical data on older people
is collated and analysed, this is the definition adopted within this book. When
referring to ‘frail elderly’ however, the book is concerned with older people who
experience a level of physical limitation or other disabling condition that requires
them to seek care or support in undertaking activities of daily life. Secondly, the
term supported accommodation is used to refer to (usually) specialist housing
options for older people that offer on-site support. This may range from an on-
site warden and housing with built in care-call systems and home adaptations,
to ‘Extra Care’ with a wider range of support workers and more intensive ‘24/7’
support. Such accommodation may be referred to elsewhere as assisted living,
Sheltered Housing or similar. Thirdly, the term care home is also used here to refer
to long-term residential settings that provide either, or both, nursing and personal
care to frail older people who are no longer able to live independently at home
and/or where community-based care support has broken down. This reflects the
different terms used in different national settings and the varying stages at which
people enter specific types of residential care.

Though each chapter is constructed as a complete entity, the book is designed
to provide an ongoing narrative about care and transition and the impact on older
people and their informal carers. Chapter 2 situates the volume relative to its broader
academic and socio-political context and introduces the notion of ‘the landscape of
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care’. It suggests that the landscape of care is a multi-faceted concept in at least two
distinct senses: a) it refers to the complex embodied and organisational spatialities
that emerge from the intersection of formal and informal care-giving in both
domestic and institutional environments; b) the landscape of care can be thought
of as a body of intellectual work — one that takes as its starting point the emplaced
nature of care and care practices. The chapter begins by giving an overview of the
growing debate around informal care and care-giving in contemporary western
society. It critically reviews how political and ideological shifts in welfare are
impacting on the meaning and place of care in the late twentieth/early twenty-
first century. This approach sets the scene for debate about the changing nature of
the care-giving relationship and its spatial expression. The chapter also critically
reviews some of the key theoretical approaches that social scientists have used to
explore the shifting topology of care.

Chapter 3 draws on recent case study and statistical data in neo-liberal states
to examine who actually undertakes the informal care-giving role and where. In
particular, it explores issues of gender, class and ethnicity. These issues are framed
within contemporary conceptual and theoretical debates about: proximity and
distance the extent to which the changing nature of the family may be impacting on
how informal care is conceptualised within co-resident and non-resident frameworks;
debates around the gendered nature of care and the extent to which this may be
manifest in an institutionalised gender bias in available care support. The chapter
also considers the less frequently examined issue of care-giving and socio-economic
status. That is, the extent to which people’s willingness and ability to care may be
wrapped up with issues of social class and cultural norms. It also briefly addresses
issues of culture, ethnicity and care. In sum, the chapter considers the extent to
which social and spatial variations in contemporary society affect who cares.

Whilst the book is framed largely around informal care-giving for older people
within western democracies, as sugessted above, definitions of what constitutes
care and the experience of informal care-giving are highly cultural (Tronto 1993;
McDaid and Sassi 2001). The availability of formal and informal care across space
and between differing social groups is, thus, subject to varying social and political
perceptions of rights and responsibilities in the field of care-giving. Chapter 4
thus serves to give an overview of cultural and international differences in the
meaning and practice of informal care-giving. Drawing primarily on secondary
data sources, it considers how ageing and informal care-giving is understood and
experienced within differing national and international contexts. In doing so, it
draws out some of the common, as well as some of the culturally specific factors,
that have contributed to shifts in who cares where for older people in differing
settings across the globe.

Chapter 5 focuses on care and the home. More specifically it addresses the
role of formal and informal carers in supporting frail older people to age in place.
Framed by the contemporary legislative and policy context of care for frail older
people and informal carers in the UK, it examines how both carers and care-
recipients experience care-giving in the home. In doing so, it draws out debate
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around the home/care dichotomy where the complexity of the home as a site of
care, work and personal meaning brings both public and private into tension.

The current and projected growth of those in the older age groups (particularly
amongst the oldest old), shifting family structures, the potential ‘care gap’
combined with policies designed to support ‘ageing in place’ raises increasing
dilemmas about how this care will be actualised. One response has been a turn
to new care technologies as a means of supporting the care needs (or perceived
care needs) of frail older people within the home. This ‘technological fix’ raises
some important questions about how older people and their care-givers experience
these new care technologies and the extent to which they may be reshaping both
the place and nature of care. New care technologies, for example, create shifts in
care work and responsibilities to care. In Chapter 6, then, I consider how these
new technologies may be contributing not only to a reshaping of who undertakes
care and the nature of that care they perform, but where that care takes place. To
what extent, for example, do new care technologies hold the potential to make the
homes of older people ‘better places to live in” — or do they act to increase social
isolation and change the spaces and functions of the home such that the home is
no longer a recognisable or desirable places to be?

Care within the domestic home does not exist in a vacuum; hence Chapter 7
is concerned with issues of community, care and support outside the domestic (or
familial) home. It considers how informal carers understand and gain access to
public, private and voluntary care services and how place can play an important
role in mediating the availability and access to these services. Whilst ageing in
place is often equated with staying put within the domestic home, we have also
seen the emergence of a range of alternative supported housing options. Hence
this chapter also addresses issues around the experience of transition to supported
housing. Finally, the chapter engages with some of the critical debate around care
and community that suggests that globalisation and increased mobility over the life
course may be limiting the relevance of community and place for older people.

Chapter 8 addresses care and the transition from community to residential
settings. Many informal carers undertake a significant proportion of the caring role
in the domestic home; hence the care transition can result in growing confusion
over their rights and responsibilities within these new sites of care. Informal
carers can thus find themselves having to construct new roles and identities for
themselves. For some, this may simply be a transition from primary carer to
‘visitor’, but many others continue to play an active role in care-giving to their
spouse or close family member. The level of informal contribution to the care of
older people in care homes can be surprisingly high (Belgrave and Brown 1997;
Milligan 2006). Indeed, though informal care given within the domestic home as
been referred to as ‘invisible care’ that rendered within care home settings may be
even more invisible. This chapter, then, is not just concerned with the transition of
care, but also examines the forms and extent of care work undertaken by informal
carers in care homes and how they negotiate new identities for themselves within
these new care settings.
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In Chapter 9, I discuss emotion and the socio-spatial mediation of care.
Firstly the chapter draws attention to the complexity of factors that contribute to
variations in the health and emotional well-being of those involved in the care of
older people. In part, this stems from literature on ‘expressed emotion’ drawn from
the field of clinical psychology (e.g. LeTreweek et al. 1996); in part, from health
research that has focused on emotion and care-giver ‘burden’ (e.g. Burns 2000).
The chapter then goes on to discuss the small, but growing body of literature
around emotional geographies of care that addresses both the embodied emotional
experience of informal caring and the affective entity of informal care work.
Drawing on empirical case material the chapter also discusses how emotion is
both experienced and performed by informal carers in a range of care settings.

As the narratives of care discussed in the previous chapters indicate, care does
not occur in discrete spaces, but stretch across and beyond the domestic home, to
include the community, public and private institutional settings. In Chapter 10 I thus
consider how the narratives of care outlined in the previous chapters are manifest
in an increased porosity between the worlds of formal and informal care and the
places in which that care occurs. Increased porosity suggests the emergence of
more inclusive sites of care — but how is this experienced in practice? Drawing on
case material, this chapter goes on to discuss what contributes to the development
on inclusionary and exclusionary landscapes of care. This in turn gives rise to
further discussion about how care can be conceptualised within debates around
institution and extitution.

This penultimate chapter is followed by a brief concluding commentary that
draws together and summarises the differing dimensions of care explored within
the volume. It highlights the ways in which the theoretical and empirical analyses
offered here contribute to a new geographical analysis of care; a perspective largely
unexplored by those researching the informal care-giving through an historical,
gerontological or social policy lens. Finally it reflects upon some notable gaps in
the landscapes of care literature suggesting a number of potential directions for
future research into the place of care.

Finally I would like to acknowledge that whilst the book is concerned with
landscapes of care for older people, my key concern has been with how care is
experienced within and across home, ‘Home’ and community. The very complexity
of these landscapes means that inevitably there are aspects of these spatialities that
I do not address within this text. In particular the urban—rural dimension deserves
further consideration as do more detailed trans-national comparisons. Nor do |
attempt to address the issue of child-carers — and important area in developed, but
particularly developing, countries. I leave these and other unaddressed aspects of
the landscapes of care to the expertise of others working in this field.



Chapter 2
Conceptualising
the Complex Landscapes of Care

This chapter begins by giving an overview of the growing debate around informal
care and care-giving in contemporary western society. It discusses political and
ideological shifts in the meaning and place of care in the late twentieth/early twenty-
first century and the implications for contemporary care-giving for frail older
people. The chapter also critically reviews some of the key theoretical approaches
that social scientists have used to explore the shifting place of care within society
and within welfare state reform. In doing so, it suggests that the landscape of care
needs to be understood as a multi-faceted concept in at least two distinct senses:
firstly, it refers to the complex landscapes and organisational spatialities that
emerge from the intersection of formal and informal care-giving in both domestic
and institutional environments; and secondly, it represents a body of intellectual
work. Within the discipline of geography, for example, there is now an identifiable
strand of research that focuses specifically on how and where care takes place and
how it is experienced by frail older people in our society and those involved in
their care. This ranges across a spectrum from work on the shift from institutional
to deinstitutionalised care, including care within the home and community-based
settings (e.g. Twigg 2000; Milligan 2000 2001; Williams 2002; Brown 2003 2004;
Conradson 2003; Wiles 2003 2005; Parr 2003; Skinner and Rosenberg 2006);
to how care is conceived of, and delivered, within residential care settings (e.g.
Willcocks et al. 1987; Rowles and High 1996; Peace and Holland 2001; Peace et
al. 2006; Valins 2006). While individual studies located within these settings have
employed differing analytic frameworks, they share in common recognition of the
emplaced nature of the social practices and institutions of care.

Conceptualising Care

How care is constructed and the implications for the caring relationship have
been the subject of debate within sociological, social policy and feminist research
for well over 20 years (e.g. Graham 1983 1991; Twigg 1989; Ungerson 1990;
Tronto 1993; Davies 1995; Thomas 2007). Work in this field has been important
in contributing not only to policy, feminist, disability and gerontological debates
about the nature of the caring role, but also in illuminating the material and
affective aspects of the care-giving experience. Feminist approaches in particular,
have demonstrated how care has been socially constructed as a gendered concept
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— one that reflects a specifically ‘feminine’ expression of society that is built
around notions of familial ties and obligations (see Chapter 3). Such approaches
illuminate two analytically distinct, but inseparable, dimensions of care: caring as
a material entity (the physical labour of caring); and caring as a psychological or
emotional entity (the affective aspects of caring). Some two decades ago Graham
(1983) maintained that the emotional investment in the caring relationship marked
it out as a private activity — hence one that exclusively located it within the private
sphere of the home. Only when care within the home breaks down is it seen to
enter the public or market sphere.

These analyses are useful in that they point toward the spatiality of the care-
giving relationship but they also have their limitations. ‘Caring for’ as a material
entity is often viewed as occurring in specific places at specific times, whilst the
affective state of ‘caring about’ is seen to be less bounded by place and time.
Indeed, a whole raft of geographical work emerging (at least) since the 1990s has
focused on care and responsibility within a global framework. Drawing on debates
within moral philosophy, this body of work has been important in highlighting
issues of responsibility and social justice as well as some of the ethical and moral
dilemmas in caring about distant others (e.g. Harvey 1996; Procter and Smith 1999;
Smith 1998 2000 2005; Silk 2004). But as Lawson (2007) points out, the issue
of proximity and distance in relation to care is more complex than such debates
would suggest. The globalisation of care, migration and shifting family and work
patterns, combined with the rise of new communication and travel technologies
are shifting both the ways and places in which people engage in care. Despite
being geographically distant, families can engage in both the affective (caring
about) and physical (caring for) performance of care. That is, that distance carers
can perform material care through the organisation of more physically proximate
care and the transfer of remittances for the purchase of that care; by monitoring
care through modern communication and care technologies; or through engaging
in regular travel to perform aspects of that care themselves. At the same time, it
is important to recognise that geographical proximity and the performance of the
material entity of care is no guarantee of caring about. That is, an informal carer
may be geographically proximate and engaged in the performance of caring for,
but emotionally distant. Rather than being marked out as a private activity located
solely within the domestic space of the home, then, the material and affective
aspects of caring for and about, can occur across both public and private spaces
that stretch from the highly place specific to the global.

Whilst it is important to draw attention to debates around care that transcend
the national and local, this is not the primary focus of this book (though see
Chapter 4). Rather the focus is on how care is manifest within and across the
domestic home, the community and institutional spaces. It cannot, for example,
be assumed that once a care-recipient has entered long-term residential care that
the informal care-giver will dissociate from the physical work of caring (Milligan
2005). Neither can it be assumed that the affective aspects of care are absent
from formal care-giving whether that care takes place in the domestic home, the
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community or within institutional settings (such as long-stay wards, residential
care homes and so forth). Caring relationships in these settings can, and often
do, involve varying degrees of emotional attachment. Formal carers can develop
close emotional bonds with those for whom they provide care and support. So
while the affective nature of this caring relationship will differ from that of the
informal carer, in that it lacks a shared history and identity, it cannot be assumed
that formal care-giving lacks emotional investment. Indeed, a recent review of
research around palliative and hospice care clearly illustrates that the delivery of
emotional care and support to patients and their families is a critical component of
formal care work in this field (Skilbeck and Payne 2003). Furthermore, the giving
of this emotional labour is not without cost. The landscape of care, then, can be
seen to refer not just to those geographical settings within and across which care
takes place, but to a subjectively experienced phenomenon.

We thus need to question any suggestion that the worlds of formal and informal
care are discrete and operate within different spheres of knowledge, action and
understanding. This requires us to rethink the distinctions between those formal
and informal care-giving relationships that develop within domestic, community
and institutional spaces. Indeed, adopting any such polarised view will almost
inevitably lead to a fragmented understanding of care and the caring relationship,
hindering the development of a wider understanding of the social and emotional
divisions of care that are performed within and across differing spaces. The giving
of care may thus involve either, or both, formal or informal care work performed
within a diversity of those social relationships of production that occur within
private, public and domestic space as well as reproducing people of differing
gendered and socio-cultural backgrounds.

State welfare and shifting typologies of care

How care is conceptualised and performed is also underpinned by differing
ideologies of care and how these are played out through state welfare regimes. As
Daly and Lewis (2000) point out, care is a growing concern for welfare states, in
part due to the growing demand for care; and in part to changing norms about family
and kin responsibilities (particularly female responsibilities) that are decreasing
the supply of care at a time when demand is rising. Indeed, they suggest that ‘it
is impossible to understand the nature and form of contemporary welfare states
without a concept like care’ (282).

At the same time, who cares is also linked to how care is constructed within
different forms of state welfare. In his highly influential book The Three Worlds
of Welfare Capitalism (1990), Esping-Anderson pointed to the existence of three
main regimes of welfare that predominate in advanced capitalist states:

Firstly he points to social democratic regimes based on universal inclusion and
a comprehensive definition of social entitlements. Typified by the Nordic countries
of Denmark and Sweden, such regimes have had a commitment to equalising
living conditions across their citizenry. Here, private welfare markets and targeted
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(residual) welfare have been marginalised in favour of a service-intensive welfare
state in which the standards and quality of welfare distributed are identical for both
rich and poor. The focus is one of de-familialising welfare responsibilities, especially
care to children and older people, so freeing up women to become an integral part
of the labour force. The model of social service provision amongst these regimes,
though changing, has been manifest in abundant, locally-organised services that are
available on a universal basis and funded from taxes (Daly and Lewis 2000).

Secondly, he identifies conservative regimes whose foundations lie in social
insurance largely premised on occupational distinctions. Entitlements are thus
dependent on lifelong employment and ensuing pensions. Typified by much of
continental Europe, such regimes are strongly familialistic, assuming that the
primary welfare responsibilities lie with the family. The expectation is that by and
large, women will take on the responsibility for care. Such regimes thus tend to
reinforce the male breadwinner model. Private welfare is marginal, in part due to
the generous benefits accrued through social insurance and in part due to the high
cost of private welfare.

Thirdly, he points to liberal regimes that favour minimal public intervention
on the assumption that the majority of citizens can obtain adequate welfare
through the market. The state’s role is thus one of nurturing, not replacing, market
transactions. Typified by the United States, public welfare is minimal and targeted
at the most needy — generally through some form of means-testing. Care is thus the
responsibility of the family, who is expected to purchase support services, respite
and so forth through the market.

More recently (particularly from the late 1970s onwards) we have seen
the emergence of neo-liberal regimes. Here, countries such as the UK, New
Zealand, Canada (but also the United States) have sought to roll back their state
welfare regimes in favour of the promotion of a mixed economy of welfare. The
underlying rationale for such a shift is threefold: firstly that the welfare state,
itself, has come under increasing pressure; secondly, debate has emerged around
what the ‘proper scope’ of action by the state in relation to individuals and their
families should be; and thirdly, governments have adopted the view that there
should be greater consumer participation in the provision of services (Esping-
Anderson et al. 2002). Neoliberalising regimes have thus sought to elevate the
role of the citizen consumer, emphasising not just individual rights, but also
citizen responsibilities for their own health and welfare. Such regimes seek to
encourage partnership working and the provision of welfare through a mix of
market, state and third sectors.

Differing regimes of welfare and changes in state welfare have implications
for how and by whom care is performed. Researchers have sought to encapsulate
this within a framework of care. The threefold typology first developed by Twigg
(1989) and later refined by Twigg and Atkin (1995) for example, is now widely
recognised. Whilst one of the limitations of this typology is that it takes as its
foundation the perspective of care professionals rather than informal carer-givers or
care-recipients, it does provide a frame of reference through which to examine the
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different forms of relationship that exist between formal and informal caregivers
(Ward-Griffin and McKeever 2000). Further, whilst acknowledging that no one
model prevails and that the distinctions between models are often blurred, they
nevertheless provide the basis for a useful typology ‘of ideal types’:

Carers as resources Here informal care-giving and the availability of informal
care are taken for granted. Normative expectations of care mean that this model
is viewed as a morally desirable option by the caring professions. Services are
designed solely on the basis of the care-recipient’s needs — hence the needs of
the informal carer are largely ignored. Within this model there is also very little
questioning of family members’ suitability to care. Informal care is thus the
lynchpin in maintaining an older person’s ability to age in place.

Carers as co-workers Here informal carers are seen to have co-responsibility
alongside care professionals for the care of their frail older relative. On the one
hand they are often seen by care professionals as needing education in how
to care and deal with the care-recipient; on the other there is a greater level of
consultation and recognition of the informal carer’s expertise. The co-worker
ideal draws the informal carer into the orbit of the formal care system to become
‘semi-professionalised’. The overall goal is to provide the highest possible quality
of care through the breaking down of traditional boundaries between formal and
informal care. Professional conflicts thus need to be resolved. However, this
model does raise ethical concerns about confidentiality and consent as it requires
shared communication about the care-recipient that may be at odds with the care-
recipients’ desires (see Chapter 6). This model also highlights the porosity of the
boundaries between formal and informal care.

In extrapolating from this model Gilliatt et al. (2000) also point to the
emergence of what they refer to as a ‘do-it yourself” model of co-worker. Here,
the informal carer is directed to sources of expert advice with the expectation that
this will be sufficient to equip them to take on the role of a semi-professional care-
giver. While this model sits comfortably with the concept of the carer as expert,
as Manthorpe et al. (2001) point out, it can also act to create a dichotomy between
the individual as an informal carer and as a family member, where each is given a
different status in public discourse.

Carers as co-clients Whilst the needs of the care-recipient are generally
privileged, under this model informal carers are also viewed as individuals
requiring support. This is legitimated through policy and service provision.
However, this can also act to create conflict between the needs of the carer and
those of the care-recipient. Respite care for example, is designed specifically
to support the informal carer, but may be seen as inappropriate or an unwanted
service by the care-recipient.
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Manthorpe et al. add a fourth dimension to this typology — one they refer to as
‘the superseded carer’ (477). Here, a conflict of interest arises between the desire
of the informal carer to care and their ability to perform that care in a way that
serves the best interests of the care-recipient. While some informal carers are
vulnerable and require help and support themselves in order to continue caring,
others are determined to protect the cared-for, and as such are reluctant to use
formal care services. These carers may refuse services in the mistaken belief that
they can better provide them themselves, or that the services are inappropriate.
This model suggests that formal services may help to support such carers and the
care-recipient by starting what, from their perspective, is seen as a healthy process
of separation.

Whilst recognising that these dimensions represent ‘ideal types’ and that
elements within this typology may be not be discrete in practice, it is nevertheless
possible to illustrate how they relate to differing welfare regimes (see Table 2.1).
The implications in terms of how care is conceptualised is outlined in Table 2.2.

Typologising the care relationship

Ageing in place means that the vast majority of older people requiring care and
support now remain within existing family relationships and settings. Informal
carers and care-recipients are actively involved in the creation and maintenance
of the form and meaning of their lives — not least through their interaction with
each other and others involved in the care of the older person. As with the old
institutional context, informal carers are required to accomplish the delivery of
that care within a restricted space (the home and immediate surrounds). If care is
likely to be sustained over a long time, not only is that space likely to shrink as the
intensity of care required increases, but the informal carer will need to conserve
his or her efforts in order to be able to care longer.

Any attempt to typologise the care relationship between informal carers and
care-recipients thus needs to recognise that this relationship can exist in different
forms. Askham et al. (2007) point to a useful threefold typology of custodial,
homelife and intimate relationships.

Custodial relationships Characterised by routinisation, surveillance and
‘mortification of the self” (4) — the latter refers to the breaking down of the care-
recipient’s former concept of self and a rebuilding — in part through a process
of punishment and reward. Work by Lee-Treweek (1996), for example, has
highlighted the way in which some formal care workers seek to control potentially
difficult care-recipients and make their own work life easier by ‘rewarding’ and
‘punishing’ care-recipients through the giving and withholding of affection.
Mortification can also arise through constructed dependency, manifest in such
actions as objectification and infantilisation of the care-recipient, invasion of
their privacy, talking about them rather than fo them, and responding on the care-
recipient’s behalf.



Table 2.1

Construction of informal care within differing welfare regimes

Welfare regime

R Liberal Neoliberal Conservative Social democratic
All healthcare privately paid for. Risk managed through All healthcare funded through Promotion of collective
Seen to maximise choice for those | managerialist doctrine. Welfare social insurance based on social conscience. Healthcare
Healthcare able to pay. State plays residualist | recipients seen as individuals or occupational distinctions. Private freely available to all at point
system role with only very poorest consumers. State plays supportive welfare marginal. of entry. Focus on meeting
eligible for minimal state-funded but increasingly residual role. needs.
healthcare.
Individual — through self-funding Mixed economy of welfare Social insurance through taxation. Funded through state taxation
. or insurance schemes. including services funded through based on ability to pay.
Funding . .
state taxation, self-funded private
healthcare and voluntary welfare.
. Citizens seen as responsible for Citizens seen to have both rights Citizen entitlements to welfare Promotes citizen entitlements
Rights and . . e . .
responsibilities their own welfare — promotion of and responsibilities. based on life-long employment. and rights to welfare rather

moral obligation and obedience.

than responsibilities.

Active or passive
welfare

Promotes consumerism and
individualism — people seen as
largely indifferent to needs of
others and committed largely to
personal well-being.

Promotes active welfare through
encouraging entrepeneurialism and
prudentialism.

Promotes family dependency and
citizen responsibility through active
welfare.

Promotes clientalism and
dependency model of welfare
characterised by ‘nanny’ State
and passive welfare.

Implications for
informal care

Informal carers seen as resource
and the given against which state
services are structured, hence
carers marginalised as subjects of
formal care support. State plays
residualist role re support to care-
recipient.

Informal carers as co-workers or
co-clients. Formal and informal
care intermeshed. Interventions
aimed at relieving carer stress.
Assumes informal carers want

to care hence support aimed at
maintaining their ability to do so.

Informal carers seen as primary
resource. Are the given against
which state services are structured.
State plays residualist role only
where family care absent. Informal
carers limited subjects of formal
support.

De-familialisation of care-
giving, hence informal carers
not seen as a subjects for care
support.
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Table 2.2 Unpacking the concept of care

Macro-level Micro-level

Division of care (labour,
responsibility and cost)
Conceptual | for frail older people
reference — | between the state, market,
third sector, family and
community.

The distribution of care (labour, cost
and responsibility) among individuals
within the family and community and
the character of state support for caring
and carers.

Who performs the caring.
. Who is the recipient of available

- Th fi .

( SIiCcaireZ 12;?23::;1:5 benefits and services.
Empirically CI; sh) ’ Character of relations that exist

indicated - The d.istribution of between the caregiver and recipient.
by — rovision within and The economic, social and normative
getween SeCtors conditions in which caring carried out.

' Economic activity patterns of women of
caring age.

An alteration in the distribution of
caring activity.

An alteration in the identity of carers.
An alteration in the conditions under
which caring is carried out and the
nature of the state’s role therein.

An alteration in the relations between
care-giver and receiver.

Source: Adapted from Daly and Lewis (2000, p. 287).

Trajectories | More/less provision by
of change state, market, third sector,
— family, community.

Whilst informal carers often reveal some of these traits, most still attempt to
retain the identity of the care-recipient through including them in conversations,
ensuring their requests, preferences, likes and dislikes are understood and met and
that where possible they are given own personal space. Permanent mortification of
the self is rare as care-recipients are likely to use various tactics to maintain their
self-identity (Askham et al. 2007).

Whilst surveillance is also seen to be inherent within the custodial relationship,
it is important to note that is not necessarily a one-way process, informal carers
and care-recipients can monitor each other. Care-recipients, for example, may
feel a greater sense of security when they know where the informal carer is and
what they are doing. Nevertheless, surveillance is more problematic because
unlike routine, it is not part of normal home-life or intimate relationships. Not
only does it prevent the informal carer from doing other things, but it can result in
resentment on the part of care-recipient who will look for ways to disrupt or evade
it. Nevertheless, as Askham et al. (2007) point out, without the aid of new care
technologies (see Chapter 6) surveillance in the home can be problematic, not least
because the domestic home is constructed with a specific form of living in mind
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— one that allocates tasks and activities to specific rooms and spaces and separates
them out on that basis. Without the aid of technology, such a construction is not
conducive to surveillance.

Homelife relationships  Characterised by stability, changelessness and habituation
patterned by long-established habits and timetables. They also infer that these
relationships occur within a place where an individual can be him- or herself in a
controllable environment that is free from surveillance.

Routinisation in the homelife relationship is common and often imposed by
the informal carer as it provides a means of coping with what can be a demanding
regime of care and the need to try to maintain some personal time. It largely occurs
around tasks such as personal hygiene, dressing, meals, medication and so forth.
This can be reinforced by the timing and availability of formal care support both
within and outside the home (for example, community day-care, in-home respite,
help with bathing, specialised transport services etc.). Hence both the informal carer
and the care-recipient often see their day as highly structured and routinised. My
own research involving the daily diaries of informal carers, for example, highlights
the structured and repetitive nature of their lives. In some cases following an initial
detailed outline of their day, informal carers simply filled in ‘same as yesterday’.
Indeed, informal carers have commented on their own dismay at how their diaries
revealed the repetitiveness of their daily lives (Milligan 2000). As one informal
carer in Askham et al.’s (2007) UK study commented, ‘It’s the monotony that
gets you down ... There is no different way. How can you put someone into bed
differently? How can you wash anybody differently?’ (10). But routines also help
the care-recipient to develop a sense of stability and an ability to cope.

Intimate relationships ~ Characterised by the potential for open conversation on
an emotional level between the informal carer and care-recipient that is private
from others. This is more common amongst (but not exclusive to) loving spousal
or partner relationships. Here, an informal carer may not necessarily identify as a
carer, but as a partner, adult child or sibling engaging in a reciprocal relationship.
Hence both the carer and care-recipient help each other in the development and
maintenance of their personal identities, but also ensure they make time for moments
of privacy for reflection. The opportunity for reflection is an important aspect of
the intimate relationship in that it allows for shifts and changes in identity.

Whilst this typology provides a useful way of conceptualising the relationship
between informal carers and care-recipients, it is important not to oversimplify the
separation of these three spheres. Aspects of these relationships will overlap, shift
and change as the frailty of the older care-recipient increases and the form of care
and support required shifts and changes. The effort required to balance all three
can be a difficult one for informal carers. For example, they may not only take
responsibility for the care-recipient’s hygiene, appearance, safety and so forth,
but can also take the view that the care-recipient requires vigilant monitoring and
attention. This can result in them adopting some of the patterns of care found
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in institutional settings (such as surveillance, inflexible routinisation etc.). It is
also important to recognise that these three relationships are based on a model of
proximate care it which it is largely assumed that the informal carer is co-resident.
While distance care relationships may exhibit elements of these ‘ideal types’, they
can be performed in different ways and through different forms of relationships
that may involve intermediaries in their actualisation.

Dependence, independence and care

Thus far, the term ‘care’ has been adopted relatively unproblematically. Whether or
not we should even be talking about care and care-giving, however, is the subject
of some contestation. Commentators writing within the framework of disability
studies, for example, have sought to reject the concept, arguing that it has come
to encompass a fairly narrow range of practices entailed in looking after those
deemed to be dependent — including frail, old, mentally and physically disabled
people (e.g. Young 1990; Morris 2004; Thomas 2007). From this perspective, care
is a concept that both creates and reinforces dependency relationships in ways
that actively disadvantage particular groups of people in our society. In doing so it
gives legitimacy to the exercise of certain forms of authority and control over the
lives of those deemed to be “dependent’. Indeed, in her recent book, Carol Thomas
(2007) actively seeks to contest and problematise not just the notion of care, but
its inextricable links to need and dependence. Reflecting on different scales of
need, she points out that whilst a disabled (or in this instance, a frail older) person
may have a greater than average need for assistance in undertaking the daily tasks
of everyday life, so too may a busy and ‘successful’ non-disabled executive who
requires assistance in organising and balancing his or her busy work and home
life. So whilst one group of people may require support and assistance with tasks
such as bathing, dressing, travelling outside the home and so forth, the other may
require assistance with the organisation of meetings, travel arrangements, and the
smooth running of their home and family life. But whilst the executive is féted for
his or her success and ‘independence’, the frail or disabled person can find him- or
her- self cast as “dependent’, their role in society devalued and they, themselves,
sometimes stigmatised. Yet as the following comment from a participant in a
recent study around telecare for older people suggests, the distinction between
dependence and independence is a fuzzy one — and one that is subject to social
construction and reconstruction:

I have difficulty with this term independence because what you are doing is not
making a person independent, but supporting a person in different kinds of ways

.. is this independence indeed? In our research we also see different forms of
dependence appearing because people get more reliant on the healthcare system
— they know they are checked, they know that they are cared for. It’s a specific
kind of independence which is actually very much supported — in this case by
technology (Mort et al. 2008, 57).
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Whilst this excerpt relates to a very specific example of care, it nevertheless
reinforces the point made by Thomas — that in different ways, and to a greater or
lesser extent, we are all dependent on others for the smooth running of our daily
lives. It is the privileging of some forms of dependency over others that acts to
marginalise or privilege an individual with concomitant impacts on the extent of
control they are able to exert over their own lives.

Whilst Thomas’s work focuses specifically on disabled people, she also makes
the point that disabled and frail older people tend to be treated as mutually exclusive
categories despite the fact that impairment rises with age and is concentrated in
those aged 60 years and over. Yet older people are largely by-passed in a disability
literature that tends to focus its attention largely on adults and young people. It
would be equally true to say that with the exception of Oldman (2002), social
gerontology has, by and large, also failed to engage with disability debates that
are, in effect, running parallel to critical gerontology. This failure to engage
across the two fields is puzzling, for as both Zarb (1993) and Oliver (1992) have
noted, disabled people themselves have complained about the less empowering
services they receive once transferred from ‘disabled’ to ‘older people’s’ services.
Furthermore, being identified as both an ‘old person’ and a ‘disabled person’ is
becoming more common as more disabled people survive longer (Oldman 2002).

Within the gerontological literature, care and care-giving tend to be framed
as social problems whether for the family, policy-makers or the long-term care
industry (Dannefer et al. 2008). The care-recipient is often viewed from the
perspective of passive and objectified helplessness, whilst the care-giver has a
position of relative power and authority. Whilst it would be difficult to dispute the
asymmetry of the care relationship, the relational nature of care is often stultified
in the literature through the production of medical models that are both limited and
dyadic in nature. Further this linking of dependency and care varies across places.
In the welfare states of continental and southern European, for example, the giving
and receiving of care is often viewed as part of the normal reciprocity between
individuals who are defined by the nature of their embeddedness in a range of
social relations (Daly and Lewis 2000). But reciprocity is not just a feature of care
in certain countries, indeed a number of commentators have drawn attention to the
need to recognise the reciprocal nature of the care relationship.

Indeed, it is worth noting that the linking of dependency and care is a recent
phenomenon. Historically, dependency was not seen in the way it came to be later
defined by liberal feminism (Offen 1992). Social exchange theorists have long
argued that care-giving — at least within the immediate family — should be seen
as part of a relationship of interdependency that has a long history of reciprocal
exchange (e.g. from parent to child; partner to partner; adult child to ageing parent
etc.) (Call et al. 1999). Constructing some groups as more dependent recipients of
care than others can thus obscure the multiple and reciprocal nature of these caring
relationships. For older people requiring some level of familial care and support,
reciprocity can include babysitting and childminding for grandchildren, the making
or baking of treats, financial or other material support, as well as the provision of
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emotional support. Within this framework, dependency is conceptualised more in
relation to the inability of an individual to bring anything of value or exchange to
the relationship. Yet as Tanner (2001) points out, whilst those most in need of care
and support are likely to have a limited ability to offer instrumental reciprocity, the
giving of expressive and emotional support means that reciprocity can be sustained
even in fairly adverse circumstances.

It is, of course, important to recognise that some interdependencies will be
more balanced than others. It is also true that the balance of power and resources
within these reciprocal relationships will shift and change over time. Nevertheless,
the balance of care is a critical part of these relationships.

The Shifting Topology of Care

The shifting typology of care and welfare regimes is also manifest in a shifting
topology of care. Deinstitutionalisation and the development of community care
have increasingly taken root since the mid-1970s. The concept of community care
represented an ideological commitment to move away from traditional institutional
care arrangements toward the development of new community spaces of care. One
consequence of this shifthas been arealignment of roles and responsibilities as informal
carers, voluntary, statutory and private care providers have been drawn into new sets
of care arrangements focused around the home and community. In many advanced
capitalist states this shift has been further exacerbated over the last two decades or so
by an engagement with neo-liberalist approaches to health and welfare. The concept
of deinstitutionalisation has thus underpinned the development of new sets of care
practices designed to ensure fewer and shorter in-patient stays. In particular, services
are now targeted at facilitating the ability of those with physically and mentally
disabling conditions to remain in their own homes for as long as possible.

Much of the early geographical literature around deinstitutionalisation
centred on the people/place impacts of shifts from long-stay institutional care to
new community-based settings — whether that be the home, hostels, supported
accommodation or extra-care settings. Largely focused around those with poor
mental health (see for example, Giggs 1973; Dear and Taylor 1982; Dear and
Wolch 1987; Moon 1990 2000), this early work pointed to the exclusionary
nature of more affluent communities and the consequent agglomeration of
deinstitutionalised people in what has been referred to in ‘service-dependent
ghettos’. Dear and Wolch (1987) for example, pointed to a self-reinforcing process
in which deinstitutionalised populations drifted toward more transitory, largely
inner-city, locales as they searched for affordable housing, peer and service support.
More than 20 years on, the number of people subject to long-term institutional
care has declined, with community-based treatment being the norm.'

1 Itis worth noting, however, that some commentators have pointed to a growing ‘re-
institutionalisation’ of some individuals with poor mental health within prison settings.
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For older people, deinstitutionalisation has been experienced in a rather
different form. In the UK, for example, older populations residing in long-term
institutional settings were relocated either to private residential care homes, or
to psycho-geriatric wings of general or specialist hospitals. Though public sector
care homes existed, these tended to be large, often ageing, group homes. The
vast majority of these have now be closed down in favour of means tested, state-
subsidised places in private care facilities.

Following an initial ‘boom’ in private care home development in the 1980s
and 1990s, we have since seen a gradual closure and levelling off of the number of
private care home beds available (see Chapter 8). The assumption is that time and
the development of policy and structures designed to facilitate the implementation
of care and support within the home, will effectively reduce demand for residential
care for all but the most frail older people.

From institutional to extitutional arrangements

Institutional care has been seen to represent a spatial solution to particular
‘problems’ usually arising as a consequence of frailty and age; mental, physical
or intellectual disability. This approach to care has been based on what Vitores
(2002, 4) refers to as “inclusion through exclusion’ — the enclosure and ‘storage’ of
particular groups of people away from the public gaze. The physical embodiment
of the institution has both internal and external spaces and boundaries, whilst
the institution itself is seen to represent the flows of things and people that pass
through these spaces, creating routes, habits and situations (Domenech and Tirado
1997). The hospital or residential care home thus represents ‘stable stock’, whilst
the patients and residents represent ‘flux’ — that is, the flow both into and out of
these institutional care settings (Vitores 2002).

The shift to community care and ageing in place, however, has brought into
play new sites of care that are remote from traditional institutional settings. The
home, day hospitals, lunch clubs, activity centres, call centres and so forth are all
examples of sites in which care takes place, but which are remote from both the
home and traditional institutional arrangements. But how can these new spaces of
care and care arrangements be conceptualised?

It is here that the virtualisation of the institution through the concept of the
‘extitution’ is of interest (Domenech et al. 2006). The traditional arrangements
of attendance based on institutional structures and spaces are replaced, as new
emerging entities are identified that may resemble the old institutions, but which
are virtual and apart from the building. In other words, the extitution represent a
de-territorialisation of the institution and its re-manifestation through new spaces
and times that create the potential to end the interior/exterior distinction. This de-
territorialisation is characterised by the time-space heterogeneity that embodies the
new speeds and spaces through which the extitution operates (Vitores 2002). The
following exemplar is drawn from a current ethnographic study that focuses on the
impacts of new care technologies on older people and their informal carers:
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EXAMPLE: A lone-dwelling older person, whose only informal care comprises
distance care from a daughter living some thirty miles away, falls whilst trying to
get out of bed triggering her fall alarm. No serious injury is incurred but the older
person is unable to get back into bed unaided. The call-centre operator checks the
older person’s records and assesses the appropriate response. In doing so she judges
that the family carer is too far away to respond within the service’s target response
time; the call-centre operator thus contacts the care services to apprise them of
the situation. The care services manager contacts a member of the care response
team. The care worker answers the call using her mobile phone and responds to
the emergency. The responder is able to gain access to the older person’s home
through activating the electronic key-safe located outside the front door.

In this scenario, care is taking place within both the physical space of the home
and the call-centre but is connected through virtual space by the computer, the
phone line and the mobile phone. All form part of an interlinked network of
care that is facilitated by the care worker, the care-manager and the call-centre
operator. So while the institution has been de-territorialised, it has not been
dematerialised. In other words, it is still real. Nevertheless, the old institutional
way of ensuring a patient or care-recipient remains within the care-giving system
based on attendance within a physical (institutional) structure is replaced by a set
of associations and horizontal processes (networks) that are dispersed across an
open space. As Vitores puts it, “What matters are the positions, neighbourhoods,
proximities, distances, adherences or accumulation relationships’ (2002, 4). Each
care-recipient’s case passes through the centres and institutions involved in the
delivery of their community-based care.

The shift from institutional to extitutional arrangements represents a radically
different way of inhabiting places. Indeed, Serres (1994) maintains that rather
than thinking of such places as being inhabited — a term that infers a period of
dwelling over time — we should think in terms of ‘haunting’ or ‘frequenting’ across
open space. In other words there is no one building to inhabit, rather there is a
network of care located in a series of places that are dispersed across open space.
The extitution, however, does not consist of any single one of them. Hence we
need to thing of community care and ageing in place as apart from the building,
that is that older people requiring care and support have no need to go to the
institution, the institution comes to them. This takes us beyond traditional ideas
about institutionalisation and deinstitutionalisation to think about new spatial
arrangement for care that enable us to engage with both the physical and virtual
space that these new modes of care inhabit. Indeed, Vitores’ (2002) maintains that
the conceptual thinking behind deinstititutionalisation is inherently flawed, as in
reality it does not represent a shift toward the extinction of the institution, but its
virtualisation. So while the institution, as a concrete entity, may no longer be the
stable solution to care for the populations referred to above, it nevertheless remains
as a way of managing continual change. As the following section suggests, this has
significance for how we think about ageing in place.
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Reconfiguring the home?

The shift from institution to extitution places greater significance not only on the
wider spatial arrangements within which care takes place, but also on the home
as a site of care. This raises questions about how extitutional care arrangements
may be reconfiguring people’s relationship with the home. Geographical research
around ‘ageing in place’ has sought to conceptualise the ways in which it can:
a) create changes in how older people and their informal care-givers identify
with home; and b) contribute to shifting power relationships within the home,
for example, between service recipients, health professionals and family carers
(e.g. Twigg 2000; Milligan 2001 2003; Angus et al. 2005). As discussed below,
such commentators have pointed to the way in which home-based care places
a greater level of power within the hands of the care-recipient, albeit the level
of power the individual is able to exert is subject to shifts where dependency on
care services increases. Whilst this may be true, care services and technologies
designed to enhance the comfort and security of people in their own homes can,
in fact, change the nature of home until it is almost unrecognisable. Indeed, as
I have suggested elsewhere, the increasing flow of formal care workers and the
introduction of even relatively low level technologies such as adaptive aids (e.g.
hoists, commodes, lifts etc.) can change the nature and experience of home such
that, as frailty increases, an institutionalisation of the home begins to take place
(Milligan 2001). The furnishings, décor and layout that are key to how individuals
express their individuality and identity, and which have historical meaning for
them, are shifted, adapted or removed to make way for care aids and the workspace
around them. The boundaries of home and institution become increasingly porous
as the private space of the home becomes transformed into a site of work that care-
recipients, formal and informal carers inhabit.

This all raises critical questions about what defines good care and whether these
new care arrangements make the home a better place to live in or whether they
change the spaces and functions of the home — and the power relationships within
it — such that they may no longer be recognisable or desirable places to live.

The meaning of home in residential care settings

For a significant number of our oldest old increasing levels of frailty and/or a
breakdown in the ability of the informal carer to maintain care-giving within the
home can result in the transition of care from the domestic home to the residential
care home. Whilst a small body of literature has addressed the extent to which
residential care can embody the notion of ‘home’ (Willcocks et al. 1987; Peace and
Holland 2001; Milligan 2006) little attempt has been made to theorise its place in
the caring relationship.

Though not explicitly concerned with the spatiality of care, Reed-Danahay’s
(2001) consideration of the borders of home and work for care-recipients and care
workers in aresidential care setting offers a means of helping us to think through how
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the transition of care might be conceptualised within a framework that incorporates
the changing meaning of home within these settings. Reed-Danahay suggests that
in contemporary western society the dementia sufferer can be viewed through the
metaphor of displacement — the person who lacks memory and a coherent self-
narrative, and who thereby also lacks a proper ‘home’. Home is therefore seen to
be bound up in individual narratives of meaning. By drawing on de Certeau et al.’s
(1998) conceptualisation of everyday inhabited places, however, the metaphor of
displacement can be extended to include all those for whom transitions in the place
of care represents a disruption to their self-narrative. Hence the portrait depicted by
the presence, absence or organisation of objects within the home, and the practices
embedded within them, are disrupted by the transition to long-term care. While
informal carers and care-recipients are increasingly encouraged to imprint the
care-recipient’s own identity onto their ‘own personal space’ (i.e. their bedroom)
within the care home, the composition of the self-narrative is disrupted by the
order, organisation and preferences of the care home itself. Hence, the organisation
of a room may more accurately reflect the ‘ways of operating’ practiced by formal
care workers and that machinery deemed necessary to facilitate their ability to
undertake these tasks than the personality or preferences of the care-recipient.
Textures and materials used within the care home can also be more reflective of
health and safety requirements and the practicalities of caring for a frail older person
than any manifestation of the life narrative of the individual inhabiting that space.
Communal spaces such as sitting and dining areas offer little opportunity for the
care-recipient to imprint anything but a transitory fragment of their life narrative
upon them. While such an approach reflects a fairly long-standing geographical
concern with the changing meanings of home and self in contemporary society
(see for example, Rowles 1987; Tivers 1987; Katz and Monk 1993; Bondi 1998), it
is particularly useful within the context of residential care for frail older people as
it begins to tease out an understanding of the meaning of place and self for cared-
recipients, informal carers and care workers within an environment that can be
characterised by changing spatial and social location (or dislocation).

Concluding Comments

This chapter has sought to unpack the concept of care through an exploration of
shifting typologies and topologies of care. In doing so, it has drawn attention to
the ways in which care for older people is constructed and reconstructed through
shifting ideological and political conceptualisations of care, and responsibilities for
care, that change over time. These have implications not only for who undertakes
that care but where that care takes place. I have also suggested that thinking
about emerging arrangements for care through the concept of the extitution
may offer greater explanatory power than more commonly used concepts of
deinstitutionalisation and community care. Ageing in place and the shift from
institutional to extitutional arrangements are also impacting on the worlds of
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formal and informal care. This is resulting not only in an increased porosity in
the boundaries between the realms of the public and private, but also between the
worlds of formal and informal care. These are issues that will become increasingly
evident in subsequent chapters. Finally, I have also raised the issue of how older
people are constructed as dependent and, critically, how care and dependency are
often seen as synonymous. Hence, the chapter begins to raise questions about what
we mean by ‘dependence’ and ‘independence’ and whether the very term care may
in fact act to reinforce the construction of older people as dependent.
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Chapter 3
Who Cares? People, Place and Gender

The major determinants of the decision to care are based on a range of factors,
including a close kinship bond; the nature of the social mores operating on
the potential carer; the wider politics of care; as well as the ability to cope.
Geographical proximity and distance also plays a part in the form and extent of
material care undertaken (Carmichael and Charles 2003). However, the decision
to care may also be affected by the availability and cost of alternative sources
of support; the financial means of the cared-for and/or the wider family; and the
opportunity cost to the potential carer. Yet as already noted, successful ageing in
place relies significantly on the availability and willingness of people to undertake
this informal care. Ginn and Arber (1992) point out that any policy that seeks to
promote familial responsibility for the care of disabled and older people is likely to
have a disproportionate effect on women and the working class. As a consequence,
the promotion of policies designed to reinforce familial responsibility are likely to
compound existing inequalities in informal care. The chapter thus considers these
factors in relation to gender and class inequalities in who cares. Whilst the focus
is largely, but not exclusively, on the UK, many of the issues discussed will have
resonance for other neo-liberalising states. Wider issues of national, international
and cultural differences in who cares are discussed in Chapter 4.

Issues of gender, class and care are framed within contemporary debates about:
proximity and distance and the extent to which the changing nature of the family
may be impacting on how informal care is conceptualised within co-resident and
extra-resident frameworks. These debates are also concerned with the extent to
which the gendering of care may be manifest in an institutionalised gender bias
in available care support. In addressing the less frequently examined issue of care
and socio-economic status, the chapter also considers the extent to which people’s
willingness and ability to care may be wrapped up in issues of social class. Though
the literature on ethnicity, informal care-giving and older people is scarce in the
UK, that which does exist is also briefly discussed. In addressing these issues
the chapter draws on contemporary research as well as recent statistical data to
examine who actually undertakes the informal care-giving role.

Gender and Care Support
The concept of care with which policy makers are concerned explicitly links care

to the place in which it is performed and the social relations through which it
is carried out. Informal care is seen to be a task that is performed largely (but



28 There s No Place Like Home: Place and Care in an Ageing Society

not exclusively) within the private space of the home and through the social
relationships of kin and community. Promoted as a ‘labour of love’, informal
caring has been defined as a twofold process in which women both care for and
care about (Peace 1986). Whilst women may be engaged to a greater or lesser
degree in the labour market in different countries, the normative assumption
underpinning the development of modern welfare states has been one in which
men have been cast as having the primary responsibility for earning and women for
caring. These roles were carefully nurtured through social policies that reinforced
women’s position in supporting a stable family life. Such policies also reflected
a widespread belief that men were less able to take care of themselves — a belief
Arber and Gilbert (1989) maintained, remained deeply rooted in social policies
surrounding the development of care in the community. Indeed, the introduction of
state benefits aimed at supporting informal carers in the UK, they argued, simply
acted to buttress notions of the patriarchal family. Classified as dependents of their
spouse, married women found themselves ineligible for these benefits despite
the fact that they may have had to give up working or significantly reduce their
paid employment in order to undertake the caring role (Peace 1986). Though this
classification no longer exists, qualification for carer benefits in the UK is still
means tested and dependent on: a) the cared-for being in receipt of attendance
allowance, or disability living allowance; and b) being a full-time carer.
Understanding the state’s role in reinforcing the gendered nature of caring is
not simply a question of how social policy has been constructed, but of how it
is implemented through the wider institutions of the state. Questions have been
raised, for example, about the extent to which a gender bias may be embedded
in care support systems in ways that act to reinforce gender inequalities in access
to services. Early researchers in this field pointed to three common assumptions:
firstly, that men were unlikely to be the primary carers of frail older people;
secondly, that frail older men received more support from the statutory and
voluntary services than equally frail older women; and thirdly, that male carers
were likely to receive more support than their female counterparts (Nissel 1980).
Others argued, however, that gender discrimination within the caring services
was linked to women’s own perceptions of their ability to care. Peace (1986),
for example, maintained that this was because women were more likely to retain
their social networks and be visited by friends and relatives than men (although
this declined amongst very old women). As a consequence, women felt less need
to ask for formal care support and care professionals were less likely to feel that
these women were in need of respite services. More than a decade later, Bywaters
and Harris (1998) demonstrated that gender bias in professional responses to male
and female carers still persisted. In their study of UK spouse carers over the age of
75, they found that despite caring for a population with a lower dependency need
overall, male carers received higher levels of support services — particularly day
care, respite care and most homecare tasks with the exception of personal care.
Female carers, they maintained, were less likely to be offered the support of public
services than their male counterparts despite that fact that women were more
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likely to be undertaking a heavier caring role than men. These findings suggest a
difference in expectations concerning male and female carers and the underlying
assumption that women will continue caring for a longer period than men.

Echoing Peace’s (1986) earlier work, Bywaters and Harris (1998) also
suggested that this may be due, in part, to women’s unwillingness to see their
traditional role within the home being taken over by someone else. This can also
be linked to women’s desire to retain control of the private space of the domestic
home — a view reinforced by other UK studies evident in the following interview
excerpt from a female spouse carer who commented:

I felt they [statutory services] were going to send this person in, send that person
in — different things, and my home wouldn’t have been my own! There would
have been somebody coming in all the time, every hour of the night and day,
and I just couldn’t stand that. My home wouldn’t have been my own! (Milligan
2000, 173).

This view of the gendered nature of choices made about the provision of personal
care has been reinforced in more recent work by Arksey and Glendinning (2005).
Male carers, they maintain, find intimate cross-gender caring more problematic
than women; as a result men are more likely to draw boundaries around the extent
of intimate care they will or will not undertake. Gender differences also extend to
choices about the use of domiciliary care services, with female spouse carers more
likely to reject services such as meals-on-wheels or home help, viewing them as
an implicit criticism of their competence to run a home (Arksey and Glendinning
2005). Conversely, they maintain that male spouse carers are more likely to accept
domestic help, possibly because it substitutes for domestic labour previously
provided by their wives.

Aneshensal et al. (1995) further suggested that wives were more likely to care,
and care longer than husbands, because they have a lifetime of greater experience
of performing domestic tasks and caring for sick family members than men. Hence,
they are better prepared to care for impaired husbands than vice versa. This view,
however is at odds with current UK census data that reveals that whilst greater
numbers of women undertake extra-resident or distance care than men (and thus
are likely to be adult daughters) there has, in fact, been a convergence in the number
of co-resident male and female spousal carers over the last decade or so (Maher
and Green 2002). Indeed Hirst (2001 352) points out that not only did male spousal
care-giving increase by around 8 percent per annum during the 1990s —nearly twice
that of female spousal carers — but given spousal care is likely to increase over the
next few decades as the post-war ‘baby-boomers’ reach their seventies and beyond,
male spousal care-giving may even exceed that of women in future years. There is
also little clear consensus about the extent to which any institutional gender bias
exists. Arber and Gilbert’s (1989) analysis of the 1984 General Household Survey
(GHS) in the UK, for example, indicated that after controlling for the level of
frailty, the amount of support services received did not in fact vary by gender, but
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rather by household type. That is, as would be anticipated, lone elderly households
were likely to receive greater levels of formal support than those with a co-resident
spouse or other family member, irrespective of gender.

With the exception of the work by Arksey and Glendinning (2005) limited
attention has been paid to the extent to which gender inequalities in access to
formal care services still exists in the UK, hence there is little data against which
such findings can be compared. Though the UK census and the General Household
Survey both gather data about informal caring, gender and services received, the
responses to these questions have not been correlated, hence there is no clear
picture of whether or not gender differences in the type or extent of formal services
carers receive exist. Further, whilst we know that there are regional variations
in the extent of informal care-giving across the UK (Maher and Green 2002), it
is unclear whether these variations are gendered and how this may or may not
relate to regional variations in access to formal services. So while the findings that
emerged from the Bywaters and Harris (1998) study are interesting, and point to
an urgent need for further investigation into these issues, they need to be read with
caution. As they, themselves openly acknowledged, their findings were based on a
fairly small-scale project located within only one social services department in the
UK. Without more detailed analysis, it is difficult to tell whether such biases are
locally specific or whether they may be endemic throughout the system.

Recent research in the Canadian context however, suggests that there may,
indeed, be a gendered pattern to the forms of caring activity undertaken by men
and women (e.g. Campbell and Martin-Matthews 2000 2004; Williams 2006).
Campbell and Martin-Matthews maintain that men are more likely to involve
themselves in care that is tied to traditional male roles in the family, such as
home maintenance, financial and administrative tasks than the more intimate care
tasks such as bathing, toileting, dressing and so forth that are often undertaken
by women. Interestingly, Matthews’ (2002) work on the gendered nature of care
work performed by adult sons and daughters in the United States suggests that the
more proactive approach taken by many women as they seek to pre-empt parental
needs and requirements, may in fact act to increase dependence as such actions
reduce the need for ageing parents to make the attempt to undertake these tasks
themselves. Conversely, they maintain that adult sons are more likely to take a
more reactive approach to the performance of care that in turn is likely to promote
their older parents’ independence. These are important considerations — ones that
warrant further attention.

Where adult children have siblings, researchers have pointed to gendered and
structured inequalities in their ability to exert agency in their relationships with
one another and other family members (see Connidis and Kemp 2008). These
inequalities are often based on intra-familial gender and class relationships. In
particular, though both adult sons and daughters may provide care to an ageing
parent, as suggested above, women often provide the bulk of the direct care. Sons,
on the other hand, are often the higher income earners and as a consequence can
find themselves being pressured to provide more economic support. Alternatively
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they may use their additional economic resources to buy in care support in lieu of
providing personal support themselves. For Connidis and Kemp (2008) this can be
interpreted as part of what they refer to as the ‘legitimated excuses’ that exist within
the framework of ‘distributive justice’ (231) that underpins familial networks of
care. Here, distributive justice is linked to the way in which familial contributions
to care are apportioned based on the successful claiming of legitimated excuses.
Within families, issues such as proximity and distance, gender, the ‘taboos’ of
cross-sex caring, employment, relationship history, other family dependencies,
marital and health status can all influence which siblings are expected to provide
care and who is ‘legitimately’ excused. Contributions to care are thus viewed as
equitable based on the proportion of a family member’s ability to contribute.

In deciding who should undertake the primary caring roles within family
networks, Campbell and Martin-Matthews (2004) also point to a ‘hierarchical
pattern’ of informal care-giving that is headed by spouses then adult daughters
followed by adult sons and other family members. Adult sons who are primary
care-givers, they maintain, are less likely to have siblings and as a result find
themselves ‘caring by default” (Campbell and Martin-Matthews 2000, 109).
Where men are the primary caregiver, particularly where they are co-resident
carers, traditional gendered caring roles can break down as men are no longer able
to claim a ‘legitimating excuse’ (Campbell and Martin-Matthews 2004, 352).

Hence, understanding the extent to which gender discrimination in care
support exists cannot solely be confined to the domain of the formal care service.
Early commentators suggested that not only are male carers more likely to gain
additional informal care support from other friends or relatives than female carers,
but they are also more likely to be provided with it at an earlier stage in their
caring career (Charlesworth et al. 1984). Maher and Green’s (2002, 12) analysis
of the 2000 census data in the UK goes some way toward supporting this claim in
that they note that women are more likely to be the sole main carer than men (23
percent to 16 percent) and significantly more men are likely to be secondary carers
than women (43 percent to 32 percent). Based on such analyses Chamberlayne et
al. (1997) were lead to conclude that women are caught up in a web of complex
familial relationships that incorporate hidden gendered pressures linked to
conflicting ties of obligation and affection. In other words, adult daughters and
other female relations were more likely to be (or feel) pressured into caring than
their male counterparts.

This, then, points to the need for a closer examination of the caring relationship,
as intrinsic gendered attitudes towards the provision of both formal and informal
care support may act to reinforce the notion of caring as a gendered concept — one
that positions women firmly at the centre of the caring role.

In the UK, the 1985 GHS Survey on Informal Carers represented a landmark
as the first attempt to collect information on what had previously been ‘hidden’
domestic labour in the UK. Subsequent surveys undertaken in 1990, 1995 and 2000,
together with the inclusion of questions around informal care in the 2001 Census,
are beginning to give us a better picture of who cares, where and the extent of
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informal care they undertake. Yet the gathering of such data is not unproblematic.
Firstly, it requires individuals to self-define as carers; and secondly, it assumes that
caring involves undertaking extra domestic responsibilities. While this may be
relatively unproblematic for non-resident carers where extra responsibilities can
be easily defined, this is less clear-cut in the case of co-resident spousal care. For
example, while older men are likely to include undertaking cooking or shopping
tasks for a dependent wife as ‘extra tasks’ — an elderly wife is unlikely to define
them as additional responsibilities in caring for a dependent husband (Arber and
Ginn 1990). Equally, older women may take on additional tasks such as basic
house maintenance (mowing the lawn, painting, minor house repairs etc.) when
caring for a dependent husband — tasks an elderly male is less likely to define as
additional responsibilities.

Gender and care within residential care settings

Policies designed around ageing in place promote the ideal of family care within
the domestic home. Home, with its connotations of private and family life brings
us full circle to the domain of caring women. Yet the domestic home is not the sole
locus of caring for older people. A significant minority of frail older people are
likely to spend at least some of their final years in residential care, and here too the
gendered pattern of care is markedly different.

An early study by Willcocks et al. (1982) illustrated that not only did women
outnumber men by 3:1 in residential care homes, but that only 26 percent of these
men were over the age of 85 compared to 44 percent of women (73). Hence men
were seen to enter care homes at an earlier age and were generally in better health
and more mobile than women. More recent ONS data (2001) indicates that there
has been little change in this pattern, with women making up 76 percent of those
aged 65 and above who are in residential care. Willcocks noted that bereavement
was often a common factor in male entry to care homes, suggesting that older men
may be less able to care for themselves than women. Peace (1986) further suggested
that care home entry may be less traumatic for older men than older women as (at
least for current cohorts) they may already have experience of communal living
(i.e. through national service etc.) and the predominance of women in the formal
care-giving sector means that female carers at home are largely replaced by female
carers in the care home. For women, used to the private space of the home and
their status as the main carer within the home, this shift to the ‘semi-public’ space
of the care home may be more traumatic. Their traditional domestic skills are
neither needed nor recognised, impacting on their self-esteem. While the older
woman continues to live in her own home, she still exercises a degree of power
and control over her life, but once located within the institutional environment,
this power base crumbles away to be replaced by dependency and subordination.
Indeed, Peace suggests that this experience may be further aggravated where the
older woman has been supported and cared for within the domestic home by an
adult daughter and feels let down, resulting in feelings of anger or frustration.
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Changing Patterns of Work, Family and the Gendered Nature
of the Caring Relationship

Seventy percent (nearly five million) of all informal carers in the UK care for
someone over the age of 65 (Maher and Green 2002). Though women are still
more likely to be carers than men — with 56 percent of all carers in Britain being
female compared to 44 percent males — as noted above, the extent of male care-
giving is surprisingly high (Carmichael and Charles 2003; Dahlberg et al. 2007).
Though the gender divide in spousal care-giving has gradually disappeared, there
has nevertheless been an increase in the extent and intensity of extra-resident care
delivered by daughters within the parental home. Women in the UK, for example,
are 50 percent more likely to care for parents or parents-in-law than men (Hirst
2001, 353). But whilst women have increase their involvement in familial care,
the data reveal that they have also reduced their involvement in less intensive
caring relationships (e.g. amongst friends and neighbours), pointing to a gendered
intensification of care-giving (Hirst 2001). In part this is linked to women’s
increasing participation in the labour market and their need to prioritise how, and
to whom, they allocate their time outside of the work environment; and in part to
shifts in home ownership patterns and older people’s preference to retain as much
independence as possible.

Across Europe, around three times as many women devote a substantial part
of their time to the performance of informal care than do men, though substantial
differences exist across nation states (Bettio and Plantenga 2004). These differences
can be linked to a number of factors. In countries with liberal or conservative
welfare regimes the family responsibility to care is still largely devolved to women.
Indeed, data from the European Community Household Panel on the volume,
character, and intra-household distribution of informal care, together with data
for pre-accession countries points to a strong link between care systems and the
female labour market. Bettio and Plantenga (2004, 104) maintain that in countries
such as Italy, Spain and Greece, where care tends to be a family responsibility,
‘options for reconciling work and women’s care tasks are relatively scarce, costly,
or perceived as offering inferior-quality care, with the result that many women take
responsibility for housework and/or care work instead of seeking paid work’.

Current demographic trends in many advanced capitalist countries also point
to the emergence of a ‘sandwich generation’ of parents raising and supporting
adult children who are likely to remain dependent for longer whilst also having
older parents in need of support (Grundy and Henretta 2006). This ‘sandwich
generation’ is viewed as arising as a result of women childbearing in later
years, younger generations spending more years in education and training —
so remaining dependent for longer upon their parents — and the ageing of the
population. Jonsson (2003) maintains that these new multigenerational kinship
patterns are likely to result in more adults experiencing a ‘middle-generation
squeeze’ when they may find themselves caring not only for grandchildren but
also for their frail older parents.
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Increasing divorce rates and cohabitation are also creating a rise in the number
of ‘step-families’. These shifts are changing the quality of intergenerational
relationships raising questions about their ability and willingness to care for frail
and older step-parents who have no direct blood kinship tie. Though adult children
in a step-familial relationship still acknowledge the potential need to support their
older step-relatives, they do so in a way that prioritises their own immediate
familial needs first (Bornat et al. 1999). Campbell and Martin-Matthews (2000)
further maintain that while blood ties still underpin the availability and willingness
to care within these new extended families, how relationships are renegotiated
at the time of divorce or separation are important in determining the nature and
quality of care and support given. Though the significance of gender within the
caring relationships that emerge from these new extended families has yet to
be determined, it seems unlikely that there will be any significant shift from the
patterns described above.

Care-giving as a Gendered Politics of Place

To fully understand the gendered dimension of the care-giving experience, it is also
necessary to appreciate the structure of the welfare state within its national context.
As discussed in Chapter 2, different welfare regimes have different implications
for how care is constructed and who is seen to have the primary responsibility for
care. While the ‘male breadwinner’ model, with its implications for gender and
family structure, may have underpinned the development of the modern welfare
state, this approach to care is changing (Lewis 2002). Commentators point to two
key drivers: i) external forces, such as the impact of globalisation; and ii) internal
forces such as demographic and economic change (e.g. Esping-Anderson 1999;
Daly and Lewis 2000). The changing nature of the family is integral to the latter
point and is not just associated with shifts in the family structure, but also low
birth rates and the ageing of the population. Gender is seen as instrumental to the
solutions proposed to accommodate these changes. More specifically, it has been
suggested that care work should be shifted to the public/market sectors in order to
facilitate women’s employment (Esping-Anderson 1999). Lewis (2002) argued,
however, that to do so without considering issues of gender and contestations
around care is highly problematic.

There has also been a sustained effort in modernising welfare states to recast
social welfare within a framework of rights and responsibilities — with an emphasis
on ‘active’ rather than ‘passive’ welfare, albeit to a greater or lesser degree within
different countries. Such an approach places an emphasis on the ‘worker citizen’
model (Lewis 2002), emphasising paid work for all adults (male and female)
with a concomitant commodification of labour (Esping-Anderson et al. 2001).
This runs counter to the traditional ‘male breadwinner’ model of earlier welfare
regimes — a model that some neo-liberalising countries recognise ‘is increasingly
out of date’ (DSS Cmd. 3805 1998, 13). Yet, as Lewis (2002) has cogently argued,
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the promotion of the worker citizen model fails to engage with the implications
for the gendered division of labour — particularly the unpaid labour of informal
care. Bettio and Plantenga (2004) go so far as to claim that despite attempts to
invigorate a citizen worker model, existing barriers to women’s employment,
reinforced by their high levels of participation in informal care, are also likely to
increase the risk of gendered poverty in old age. That is, as women tend to outlive
men, they are more likely to find themselves widowed with minimal resources
(Fagan and Burchell 2002). While there have been some instrumental changes to
compensate for the ‘worker citizen’ model in the UK — such as new pensions for
carers, unpaid leave for family emergencies linked to care and increased respite
provision — where such changes have been implemented they have been relatively
weak (Carmichael and Charles 2003). Hence as Lewis comments, ‘the fate of
women in respect of the new work/welfare relationship depends in large measure
on what provisions are made for what was the unarticulated dimension of the
traditional male breadwinner model: unpaid care work’ (2002, 345).

While the predominant approach across modernising welfare states has
been one of seeking to reconcile work and family life, this inherently entails a
feminisation of the workforce and a concomitant commodification of care — and
paid care is still disproportionately undertaken by women (Carmichael and Charles
2003). The gendered nature of the generally low-paid care labour market is thus
likely to compound gender inequalities in care. Yet care entails not only those
active care-giving tasks such as domestic and personal care and medication, but
also passive activities, such as simply being there — any attempt to commodify all
such care work would thus be extremely difficult.

Such arguments are framed around informal care-giving in its broadest sense.
That is, it incorporates those forms of informal care-giving that include childcare,
caring for younger mentally impaired or physically disabled people, as well as
informal care work with frail older people. In considering the impact of change
in relation to the care of frail older people, such claims are clearly significant in
terms of intergenerational care-giving. Yet we should not forget that the largest
proportion of those providing informal care to frail older people are spousal care-
givers. For them, such debates will be of limited significance. It is only when
spousal care-giving breaks down, or there is no spousal care-giver, that the impact
of any shift to a ‘citizen worker’ model of welfare will be of significance.

Class and Caring

All women are expected to provide informal care, but how informal caring
affects them is likely to vary by class (Arber and Ginn 1992, 927).

In attempting too tease out the thorny issue of who cares, where and why, it is
important to consider the extent to which class may influence the informal caring
role. While there has been a relative abundance of work that has conceptualised
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informal care-giving within a gendered framework, far less attention has focused
on the influence of class. Perhaps the most significant work in this field in the
UK is that undertaken by Jay Ginn and Sarah Arber (1992) despite the fact that
this work is now some seventeen years old. Drawing on GHS data they were able
to demonstrate that working class men and women exhibit significantly different
perspectives toward informal caring than do middle class men and women.
Combined with material disadvantage, these differences may result in different
patterns of care across the class divide.

Whether a frail or disabled older person requires informal care is not simply a
function of their level of physical impairment, it is also mediated: firstly, by those
material, financial and cultural resources on which they can draw; and secondly,
by the extent of available state provision and resources. Those with the financial
resources to do so can use these resources to purchase aids and adaptations over
and above those provided by the state. This can facilitate their ability to live
independently within their own home as well as pay for additional privately
purchased care support. Caldock (1992), for example, found the purchase of
private help by frail older people to be exclusively the preserve of the middle
classes. Furthermore, while impairments in later life are often considered to be
an almost inevitable part of the ageing process, class inequalities still exist. The
more affluent middle classes, for example, experience lower levels of disability
than those in the working classes — a prevalence that persists even amongst those
in their eighties (Arber and Ginn 1992).

While these analyses seem to point squarely toward a class-based difference
in the care experience of older people, it is important that any analysis of this
kind also take into account class issues in relation to the informal care-giver —
particularly non-spousal carers. The financial and material resources of the non-
spousal carer can be important in influencing not only who cares, but the quality
of care given. Those with the financial resources to do so may also purchase
additional aids, adaptations and services that enable the care-recipient to maintain
their autonomy for longer. Material resources, such as car ownership, can also
facilitate the provision of extra-resident care, reducing the pressure for co-
residence and extending the independence of the cared-recipient. Informal carers
also play a crucial role as intermediaries working on behalf of the care-recipient
to negotiate a preferential set of services — a role that can be performed whether
the informal carer is proximate or distant. Class differences are also important
here in that knowledge and educational status can affect the ability of the informal
carer to negotiate with formal service providers. Informal carers with sufficient
financial resources may further choose to purchase residential care on behalf of
the cared-recipient, and in doing so, reduce the potential pressures and constraints
on themselves as care-givers.

Yet even with the added class element, commentators such as Arber and
Ginn (1992) and Campbell and Martin-Matthews (2004) note that that there is
a gendered dimension to the care-giving experience. Not only are working class
women less likely to be able to present ‘legitimating excuses’ related to the
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opportunity costs of employment relative to those of working class men, they
are also disproportionately disadvantaged by the burdens of informal care in
comparison to women from middle class backgrounds. In part, this is because
older working class men are more likely to experience poorer health (and at a
younger age) than their middle class equivalents. Indeed, while working class men
are likely to require care in their sixties, middle class men are more likely to be in
their eighties before requiring informal care and support (Maher and Green 2002).
The implications of this age difference in the likely need for informal care has two
significant consequence for non-spousal carers: firstly, the material advantages
enjoyed by older middle class people (or their carers) means they are more likely
to be able to live independently in their own homes for longer; and secondly, non-
spousal carers from the most materially disadvantaged families are more likely to
be caring for other sick or disabled family members, reducing their ability to care
at a distance. This group of carers then, is more likely to undertake co-resident
caring, and co-resident carers are more likely to experience adverse impacts to
their own health as a result of their caring role (Maher and Green 2002).

One further observation is that given, as previously indicated, that non-spousal
carers are more likely to be women, where intensive caring resulting in an exit
from the labour market is undertaken at a younger age, the implications for the
re-establishment of their careers following disengagement from the caring role is
likely to be more profound. Carmichael and Charles (2003) point out that while
paid employment for both male and female carers declines as the caring role
intensifies, not only are women more likely to be the main carer and hence spend
more hours caring than men, but male carers are also more likely to maintain a
stronger attachment to the labour force. On the whole, they maintain, men do not
willingly give up paid work even when caring for someone with high levels of
support needs. Inevitably this has a knock-on effect in later life as older women
who have undertaken informal caring at a younger age are less likely to have the
financial benefit of a work-related pension than their male counterparts.

Research also points to informal care becoming increasingly economically
differentiated between women. Jonsson’s (2003) work on informal care in Europe
revealed, for example, that in southern European countries, as with their male
counterparts, well-educated women with high incomes and secure employment
often bought-in services aids and adaptations for older relatives rather than
choosing to undertake direct caring themselves. Moreover this paid care work
was often undertaken by less educated, low-paid women either from their home
country or from migrant labour drawn from other parts of the world. Jonsson
is thus lead to suggest that more educated and affluent women may, in fact, be
contributing to and reinforcing gender inequalities in care. Conversely, families
with lower incomes continued to rely on female relatives, friends or neighbours. It
is worth noting however, that whilst undoubtedly the purchase of care services by
women may exacerbate gender and socio-economic inequalities in care, in the UK
at least, the extent to which this can be attributed solely to more affluent women
is likely to become increasingly muddied. The introduction of Direct Payments
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Schemes in 2000, for example, has enabled all older people assessed as being
entitled to care support to receive a cash sum to purchase the services they prefer
rather than relying on state provision. Given that care support is means-tested,
this means that those taking up this option will in fact be drawn from lower socio-
economic groups. Whilst the numbers of older people taking up this option are as
yet relatively low, they are increasing (NHS Health and Social Care Information
Centre 2006). Hence in the UK at least, women carers from both ends of the
socio-economic spectrum are likely to contribute to an exacerbation of gender
inequalities in paid care work.

In sum, while informal carers may be relatively equally drawn from all classes,
where, when and how informal care support is given can differ significantly.
Middle class carers have more options and more leverage in negotiating with social
welfare professionals to obtain public services or residential care than those from
working class backgrounds. They are also more likely to provide extra-resident
care, using either their own, or the material resources of the cared-for to support
the older person’s ability to remain independently in their own home for longer.
Co-residence is more prevalent amongst the working classes, and given that co-
resident care tends to be more intensive, it is likely to impact more on the life of
the informal carer, and at a younger age. Carers from different class backgrounds,
thus, appear to manage the needs of the cared-for in significantly different ways.
The extent to which older people require informal care is thus, to some extent,
inextricably bound up with class.

Ethnicity, Culture and Care

Feminist approaches to the analysis of care have been useful in facilitating our
understanding of how care has been socially constructed as a gendered concept
that reflects a specifically ‘feminine” expression of society. However, as Graham
(1991) cautions, such analyses have, by and large, tended to be been both culturally
and ethnically ‘blind’. In its efforts to identify carers as a gendered social group
sharing common problems and interests, with a few notable exceptions, feminist
research has tended to be one-dimensional in regard to different forms of care and
the social divisions of women’s experiences of caring at home. Such an approach
fails to recognise ethnic and cultural differences in care and responses to care.
Hence, their experiences are likely to be shaped by an absence, rather than a
presence, of a clearly defined private sphere. Yet as Figure 3.1 illustrates, in the
UK a significant proportion of individuals from Black and other ethnic and cultural
groups provide care. Indeed the proportion of Indian people in Britain providing
unpaid care is not dissimilar to that of the white British population.

The pattern of informal care-giving across different cultural and ethnic groups
in the UK varies, with those from mixed ethnic backgrounds (5.1 percent), Black
Africans (5.6 percent) and the Chinese (5.8 percent) being least likely to perform
informal care. To some extent, this reflects different age structures within and
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Source: Office for National Statistics 2001. Reproduced with permission.

across different ethnic groups, as informal care is most likely to be provided by
people aged between 50-60 years of age (Maher and Green 2002). But it is also
shaped by different cultural factors. Graham (1991) for example, pointed out how
Black women’s work outside the home has historically taken precedence over the
needs of their own families.

The amount of time that people spend caring in the UK also differs by ethnic
group. Those most likely to provide substantial amounts of time caring for their
older relatives tend come from the same groups who provide care in the first place.
Bangladeshi (2.4 percent) and Pakistani (2.4 percent) groups are more likely to
spend the most time caring (50 hours a week or more), with Indian, Pakistani,
Bangladeshi and other Asian groups most likely to spend 20-49 hours a week
caring (1.5 percent or slightly more for each group) (ONS 2001).

Despite clear evidence that a significant amount of informal care is undertaken
by individuals from ethnic and cultural minority groups in the UK, there is very
little research on their experiences of caring (Koffman and Higginson 2003;
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Merrell et al. 2006). Yet as those researchers who have undertaken work in this
field point out, for many older people from different cultures, the rituals and
traditions associated with their culture can become more important with advanced
age and increasing frailty. Merrill et al.’s (2006) work with Bangladeshi carers
in Wales, for example, demonstrated that not only do formal services tend to be
ethnocentric — attempting to imbue ethnic communities with western values rather
than trying to understand them — but formal service providers tend to assume the
stereotypical view that large extended families in these communities will willingly
and unquestionably contribute to the provision of informal care to their ageing
populations. But as Blakemore (2000) notes, in reality, as with the white British
population, changing family structures and residential patterns are breaking down
these traditional familial patterns of care.

Shifts in traditional family patterns of care are not the only factors affecting
access to care amongst ethnic minority groups in the UK. Murray and Brown’s
(1998) work with Black and ethnic older people across a range of Local Authority
areas with high minority ethnic populations in England also highlighted the
confusion and difficulties carers from these groups can face in trying to understand
the highly complicated carer benefits system. Merrill et al. (2006) also point to
inequalities in access arising from the difficulties many first generation migrants
have with written and spoken English. Understanding the complex pathways to
care in the UK is a challenge for even the most informed of informal carers, but
this becomes even more so when compounded by a lack of fluent spoken and
written English. Language problems can be both age and gender related (Nazroo
1997; Gerrish 2001; Merrell et al. 2006). South Asian men, for example, are more
likely to able to communicate in English than their female counterparts, though
younger women (particularly those in their teens and mid-twenties) are more
likely to speak English. The language barrier is thus a particular issue for older
female carers, often rendering them reliant on children, other friends or relatives
to help them negotiate the complex care pathways. As a result, they can often miss
out on benefits or services (Merrell et al. 2006). Indeed, the take up of financial
support due to carers is often substantially lower in areas with a high proportion
of minority ethnic populations than other areas (Rosato and O’Reilly 2006). In
other contexts such as North America and Europe, commentators have noted that
failure to access welfare benefits amongst minority ethnic groups in is often based
on traditional (largely gendered) expectations of responsibilities for caring for frail
older relatives. This can be reinforced by experiences in their home country where
not only may welfare support for informal carers not have existed, but the very
term ‘carer’ may not exist in the language of origin (Lan 2000; Warnes et al. 2004;
Team et al. 2007). As Team et al. (2007) point out, it can take several generations
for these dominant attitudes to change.

Though work on ethnicity and caring for older people in the UK is limited,
work undertaken in other advanced capitalist countries has drawn attention
to some important differences in social norms. These are linked to care-giving
and attitudes to care across different racial and cultural groups that arise due to
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differing experiences, norms, and attitude to healthcare (see Bradley et al. 2004).
Team et al.’s (2007) work with Russian migrant women carers in the United States
and Spitzer et al.’s (2003) work with Asian and Chinese migrant women carers
in Canada, for example, point to the importance of the care-giving role to these
women in both reaffirming their gendered and (in the case of the Russian women)
their religious identity. Spitzer et al. also highlighted the central role that this care
work can play in maintaining and reproducing migrant women’s ‘ethno-cultural
community’. Such work makes an important contribution to our understanding of
the relationship between ethnicity and informal care-giving within specific ethnic
migrant communities. Moreover, in the Canadian context, Spitzer (2003) noted
that South Asian women are not only typically employed, but have little room to
negotiate their care work responsibilities within families from whom they receive
little support. Neoliberal policies and the retrenchment of state support for health
care is not only exacerbating the demands of the care work that migrant women
perform, but employing paid care workers to ease the burden is made virtually
impossible, not only because of the low incomes they earn, but also because their
elderly relatives resent workers from outside the family circle (Bradley et al.
2004). At the level of individuals and the home, cultural norms about the role of
family in providing care and the need to maintain autonomy, can lead to resistance
to seeking — or allowing women to seek — formal care particularly where this
may mean care workers enter the home (Wiles 2005). The confluence of these
factors makes gendered care work in Canada more costly for these women than it
would have been in their countries of origin. Hence, unpacking the power relations
connected to culture and ethnicity is critical to any real understanding of how care
and healthcare for older people is experienced.

Concluding Comments

Whilst informal care forms the lynchpin around which formal community
health and social care policies for frail and disabled older people are formed, the
feminisation of the workforce, increased geographical mobility and changing
family structures are impacting on the availability of this informal care. Whilst
there has been an increase in male care-giving in the UK, as yet this is linked only
to spousal care-giving within the home. Indeed not only are women more likely
than men to care for someone outside the household, but they also predominate
amongst those sub-groups that undertake the heaviest caring commitments (Maher
and Green 2002). Gendered inequalities in care are exacerbated for women from
lower socio-economic groups and from ethnic minority backgrounds both as a
consequence of poorer health and of heightened difficulties in accessing care
support. Furthermore, amongst women from both lower socio-economic and
ethnic minority groups, it is clear that differing cultural norms act to reinforce the
gendering of care.
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Chapter 4
Mapping the Contours of Care —
International and Transnational Perspectives

Definitions of what constitutes care and the extent of informal care-giving are
highly cultural (Tronto 1993; McDaid and Sassi 2001). Yet as the discussion
around welfare regimes in western society in Chapter 2 has demonstrated, who
cares and where that care takes place is also subject to varying perceptions of
rights and responsibilities. Care, then, is shaped not only by cultural practice but
also by political and economic circumstances that vary across space. This aim
of this chapter is to consider how some of these dimensions of care are manifest
within non-western societies. Its global coverage is by no means comprehensive,
indeed, it would be impossible to do so in the space of one short chapter, rather
the aim is to tease out some of the key factors that contribute to cultural and cross-
national differences in the construction of care for older people and how these are
affected by contemporary developments in society that operate across a range of
scales from the local to the global.

When considering cross-national differences, it is also worth noting that what
constitutes an ‘older person’ is not clear-cut. While 60 years of age is typically
taken as the line dividing older and younger age cohorts in demographic analysis
(UN 2007), many affluent societies tend to classify old age in terms of pensionable
age. This is defined by retirement legislation that is regulated by chronological age
and chronic disease. Typically, this has referred to people aged 60-65 years, but
this is gradually shifting as increased life expectancy, combined with increasing
pressures on pension and welfare systems in some developed countries, has
manifest in a move towards extending the pensionable age (Turner 2005). Apt
(2002, 40) notes, however, that ‘In the poorer populations of the world [old] age
is associated largely with physical limitations, the inability to work and economic
dependency’. Though we are seeing a global ageing of the population, older
people in most developing countries still have shorter life expectancy than those
in developed countries. Retirement legislation or state support for older people in
these countries is either negligible or non-existent. Older people, then, must either
rely on alternative forms of support, or continue to work until they are no longer
physically able to do so or die (Ssengonzi 2007). These observations suggest the
need for a more fluid concept of the ‘older person’ — one that is defined less by
chronological age and state legislation and more by frailty and reliance on support
to undertake the activities of daily life. The extent of this reliance may change over
time and vary across social and spatial contexts.
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Globalisation and the Moral Economy of Care

Geographers have engaged with issues of care, and the responsibility to care, for
over two decades (Lawson 2007). This engagement, however, has largely been
concerned with universal notions of care — drawing, for example on early debates
within moral philosophy about the gendered nature of care ethics (see for example,
Kohlberg 1981; and Gilligan 1982). These debates focused around universal issues
of good and right that were seen to reflect a male view of the world (viewed as
rational and dispassionate) versus the home. As an expression of female space, the
home was characterised as a private place of nurture and emotion, and as such,
beyond the reach and protection of social and legal justice (Smith 2000). Friedman
(1993) argued, however, that any concern with issues of care, nurture and the
maintenance of interpersonal relationships shifts care ethics beyond the private
realm, giving it the status of basic (universal) moral importance.

The spatial scope of care and beneficence has been of particular interest to
geographers. A spate of work has emerged from the 1990s onwards that considers
care through an engagement with ethical and moral dilemmas as well as issues
of responsibility and social justice (see for example, Harvey 1996; Smith 1998
2000; Silk 1998 2000; Proctor and Smith 1999 2004; Massey 2004; Smith 2005).
Within welfare states, welfare retrenchment, coupled with the market logics of
competition and efficiency are perceived to underpin the imperative for cutbacks
in care support — and in ways that impact disproportionately on the poorest in
our societies. For those concerned with the wider responsibility to care, these
shifts are manifest in a geography of poverty and inequality that reflects who has
access to care and who undertakes that care work. Within this frame of reference,
the spatiality of care is interpreted as an ethical concern emerging from the so-
called ‘moral crisis’ that threatens contemporary western society. Society, Smith
maintained, has ‘lost its moral bearings’ (2000, vii) as it fails to get to grips
with the increasing polarisation between rich and poor; growing intolerance to
difference (whether socio-economic, religious or culturally-based); and the pursuit
of personal improvement over that of wider society.

Debates about the moral imperatives to care within a global context are clearly
important in that they address the growing divide between rich and poor at an
international level and exhort us to accept a responsibility to both care for and
about distant others. These debates are located around universal notions of care
that draw on issues of difference, beneficence, inequality, citizenship, rights and
responsibilities (Milligan et al. 2007). They consider the ethics of care across
a range of spatial scales stretching from the global to the highly place-specific.
While they play a critically important part in helping us to understand and address
issues of ethics, morality and social justice we should not overlook the fact that,
while distance does not preclude the performance of material care (as outlined in
Chapter 2), at its most fundamental and intensive level, caring for involves the
personal and the proximate. This in turn is shaped by the differing political and
socio-cultural circumstances within which care takes place.
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Care, Culture and Change

The most striking feature of traditional care systems in Africa, Asia and Latin
America is that they are rooted in complex family systems that include reciprocal
care and assistance amongst the generations (Van Dullemen 2006). Care is thus
defined as an almost exclusively private activity built around notions of familial
obligation and is both given and received within the domestic space of the home.
With a few key exceptions, the state either fails to provide any form of social
support or provides only residual support aimed at the most destitute (Chan 2005;
Glaser et al. 2006). Within these family-based systems, older people requiring
care and support receive it within an extended family network, but at the same
time they, themselves, can also undertake an active and reciprocal care-giving
role. Child fostering by grandparents and other older relatives in Sub-Saharan
Africa for example, (albeit in different forms across the continent) is a common
phenomenon designed to share the costs of childrearing and strengthen kinship
ties (Ssengonzi 2007). Traditionally then, the family has been the greatest site of
security for its oldest members, but at the same time, older people form an active
and integral part of the fabric of civil society.

Despite the impact of the very differing socio-cultural and political landscapes
of care, the World Health Organisation (WHO) (2002) points to two key changes
that, globally, reflect a steep increase in the need for long-term care:

i. The growing prevalence of long-term disability in the population; and
ii. Changes in the capacity of informal care support systems to address these
needs.

It is often assumed that these are phenomena that pertain largely to developed
countries. But long term care needs in both transitional and developing countries
are increasing at a rate that far exceeds that experienced by developed countries.
Indeed, a recent United Nations report (2007) estimates that if current trends
persist, by 2050 almost 80 percent of the world’s population of those over 60
years of age will be living in what are now developing countries. The WHO
further point out that not only is the developing world ageing at much lower
income levels than those that characterised the same demographic transition in
the developed world, but it also has much lower levels of income with which to
meet these emergent needs.

Whilst local cultural and structural factors play an important role in how care
for older people is manifest within both developing and transitional countries, a
number of common issues are also affecting who cares and where that care takes
place including:

e The effects of modernisation and urbanisation;
+ Shifts in traditional family structures;
» Changing cultural and ethical values;
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» The evolution of health and social welfare systems; but also
* Limited available resources with which to develop effective welfare
programmes.

Shifting population patterns, particularly global ageing, means that these countries
are likely to face future long-term care needs that will exceed the experience of
the developed world.

Sub-Saharan Africa

Even though most older people requiring care in developing countries are still
looked after within the informal structures of the family, as we move forward
into the twenty-first century, these family-based systems of care can no longer be
taken for granted (Apt 2002). Population ageing, combined with modernisation,
is having a significant impact on who cares where. Projections indicate, for
example, that by the middle of the twenty-first century there will over 102 million
older people in Sub-Saharan Africa — 22 million of whom will be over 80 years
of age (Van Dulleman 2006, 101). At the same time, modernisation and rapid
urbanisation are changing traditional family structures, and hence the availability
of informal care (Apt 2002). The migration of younger adults to urban areas in
search of work and better lifestyles is acting to break-up the traditional extended
family. As a consequence, rural areas are becoming increasingly populated by a
residual population of older people with no visible means of care support.

The disintegration of traditional family structures is not solely due to the
impact of modernisation. In the African sub-continent the impact of the AIDS
epidemic has been particularly insidious. Despite epidemiological transition from
the 1970s onwards, work by Robson (2000) and Ssengonzi (2007) in Zimbabwe
and Uganda respectively, has demonstrated how high levels of AIDS infection
amongst young mothers and working age men has resulted in an increasing burden
of the care-giving role being placed on older women and young girls. Older women
in particular can find themselves undertaking multiple caring roles, caring not only
for a frail ageing spouse or parent, but also for siblings and adult children with
AIDS and other chronic illnesses. This is exemplified through the words of one
female carer in a study by Shaibu and Wallhagen (2002 144) in Botswana who
commented, ‘I have five children of my own, two grandchildren, four siblings,
my mother, my elderly aunt, and I am solely responsible for all of them’. In the
current context of the AIDS epidemic, and with many younger women leaving
rural villages to seek work in urban areas, familial care-giving in Sub-Saharan
Africa is at a premium.

Livingston maintains that, ‘care-giving provides a public index of the strength
of positive familial relationships and is central to the moral economy of ageing’
(2002, 222) — but that that moral economy is in flux. The combined influence
of global ageing, the AIDS pandemic and modernisation in developing countries
means that care-giving by the extended family is being placed in an increasingly
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precarious position. In some countries this is exacerbated by the continuance of
armed conflict, the rise of road accidents and injuries and the continued impact
of tropical and other communicable diseases (Apt 2002). The precariousness
of extended family care networks is such that in some areas of Africa older
people, particularly women without traditional family care networks, have begun
to organise themselves to provide alternative networks of care. Apt (2004) for
example, cites instances of older women (all over the age of 65) each of whom
also care for grandchildren, working together to find income generating projects
in order to help each other live in dignity — especially very frail or bedridden older
people. Hence, in some cases, older people in developing countries are now caring
not just for their own children or grandchildren, but for other older people too.

The dual impact of modernisation and epidemiological transition combined
with declining infectious disease and rising chronic debilitating illness in older
age is not only creating changes in who cares, it is also creating socio-cultural
transformations manifest in a dismantling the traditional gerontocratic hierarchy
in some societies. The ability of older people to command respect, power and
familial care is breaking down. Livingston’s (2002) work with Tswana society, for
example, illustrates how previous cultural norms that required daughters to care
for mothers in old age and mothers to provide care for their sick/disabled daughters
have broken down. Indeed, the growth of chronic and disabling health conditions
at an earlier age has resulted in older Tswana women seeking to redefine chronic
illness in their adult children as a physiological condition attached to old age. By
redefining health conditions in this way, the ‘burden of care’ for the adult child
is taken out of the hands of the older mother and placed firmly in the hands of
grandchildren. Old age in this society is thus being consciously reconfigured to
shift the burden of responsibility to care.

Changes of this nature place pressures on the state to develop some system
of social protection for older people. Yet whilst modernisation may be increasing
pressure for the expansion of state care in developing countries, this is being
counterbalanced by reduced government spending on care provision as the these
countries struggle to deal with the impacts of ‘Economic Structural Adjustment
Policies’. As a consequence, those services that do exist are often irregular, limited,
or inaccessible (WHO 2000).

With few formal care programmes and institutional care seen as culturally
inappropriate, female children and women often perform far greater levels
of care than would be expected of informal carers in developed and middle-
income countries. Young girls are commonly sent to live with and support ageing
grandparents. They are also the first to be taken out of school to support the primary
care-giver resulting not only in social isolation, but also the compromising of their
opportunities for future employment. These informal carers also find themselves
dealing with care issues such as incontinence, diarrhoea, bedsores, severe pain etc.
without the labour saving devices that many in the developed world take for granted
(for example indoor sanitation, washing machines etc.) and without the relative
ease of access to services (e.g. through public or private motorised transport).
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Whilst intimate care is seen as the exclusive responsibility of the family, some
aspects of care — particularly intimate care — can also be culturally proscribed.
Tswana society, for example, has gender proscriptions that render it difficult or
taboo for women to bathe their fathers and for men to launder their mothers’
underclothing (Shaibu and Wallhagen 2002). Compounded by high levels of
poverty, many elderly women carers become overwhelmed by the magnitude
and multiplicity of the caring tasks they are required to perform. Malnutrition,
depression and personal neglect is a common outcome. In Botswana alone, 30
percent of families living in urban areas and 64 percent of families in rural areas
live below the poverty line (Shaibu and Wallhagen 2002, 140). Yet despite this,
they note that the stigma attached to being classified as qualifying for the Destitute
Programme aimed at relieving the very poorest elderly, means many prefer to
struggle on rather than apply for relief.

National conditions, values and culture, together with existing heath and care
policies and practices and the impacts of modernisation and epidemiological
transition mean that how informal care and the capacity to care is manifest, and
what this means in terms of future care needs varies significantly across Sub-
Saharan states. Yet while traditional patterns of care are changing, economic and
emotional support within families is still stronger than within many advanced
capitalist countries (Apt 2002).

[Re]constructing the moral economy of care in Asia

Any attempt to understand ageing and care for older people in Asia needs an
appreciation of its complex cultural landscape. Asia is made up of a diverse mix
of developed and developing countries. Decreasing birth rates, combined with
increased life expectancy means population ageing is progressing rapidly. Indeed,
countries such as Japan, Taiwan and the Republic of Korea have some of the most
rapidly ageing populations in the world (UN 2007). It is worth noting, however,
that in countries where Catholicism and Islam predominate (for example the
Philippines and Malaysia respectively) high fertility rates continue (Glaser et al.
2000).

Whilst traditional family-based systems of care still predominate, the socio-
cultural roots that underpin who cares for older people differ. In cultures where
older people are considered repositories of religious teachings and beliefs, for
example, among Malaysians and Singaporeans, preservation of their social status
is likely to be high (Chan 2005). Conversely, in cultures where youth and economic
success are increasingly seen as priorities, older adults can find themselves no
longer having a social role to play, resulting in negative outcomes for their health
and wellbeing (Lau and Pritchard 2001).

Familial systems of care in Asian countries may either be based on patrilineal
systems that stress the responsibility of sons (and their wives) or more flexible
bilateral systems where daughters play an equal (or possibly more) important role
to that of sons (Chan 2005). Patrilineal systems of care are based on Confucian
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beliefs of filial piety, fraternal duty and the ethical concepts of respect, love and
support (Kim and Maeda 2001; Zhan and Montgomery 2003). The giving of care
to an older family member is thus linked to those moral obligations that tie ‘the
family life cycles of descendants and ancestors in their public and private worlds
of material and spiritual existence, and consciousness’ (Holroyd 2003, 158). In
this family system, vertical family relationships are emphasised and older people’s
dependency on younger members is valued and encouraged (Yamato 2006). In
countries such as China, Japan and the Republic of Korea, the system of filial
piety means that sons, rather than daughters, have been the traditional providers
of physical and financial care with daughters-in-law, rather than daughters, taking
on the primary care-giving role (Kim and Maeda 2001; Zhan and Montgomery
2003; Hanaoka and Norton 2008). Even during the communist regime in China,
this system of care remained in place.

Traditional cultural beliefs about whose responsibility it is to care are currently
being undermined by economic change and significant shifts in the population
structure across Asian countries. Rapid socio-economic development combined
with rapidly ageing populations within these countries is also impacting on patterns
of morbidity and mortality. There has, for example, been a growth of diseases
associated with old age (such as heart disease, arthritis, stroke etc.) resulting in
increases in the prevalence of chronic ill-health and functional impairment. These
changes have enormous implications in terms of the form and extent of care support
older people may require with attendant implications for families as the traditional
suppliers of that care. In some countries, as in the Republic of Korea, the impact
on traditional cultural norms of parental care-giving has been exacerbated by a
relative absence of any public social services to meet the needs of older people
(Chee and Levkoft 2001).

Interestingly, a recent comparative survey in Japan and the Republic of Korea
noted that despite the fact that the mean age of Japanese respondents was much
older that that of their Korean counterparts (84.7 years and 76.6 years respectively),
older Japanese people were significantly more able than their Korean counterparts
(Kim and Maeda 2001, 248). A number of contributory factors may account for
this, including the increased time-span over which the ageing of the population
occurred in Japan, higher education levels and better state policies to protect older
people. Increases in education and income levels may also mean that children
are more capable of providing financial and emotional support to parents. Chan
(2005) notes, for example, that increased education amongst female children in
Taiwan has significantly affected the level of financial transfers daughters make
to their parents.

Structural constraints are also important in the attempt to interpret differences in
the contours of care. In China, for example, the ageing of the population, combined
with the implementation of strict population control through the introduction of
its one-child policy in 1979, has manifest in a top-heavy population structure
— one that undermines traditional informal care-giving (Zhang Wenfan 2002).
The ageing of the population has also outpaced economic development in China,
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which combined with low GDP per capita, is making it difficult for individuals
and families to cope financially, with care support. As a consequence, some
researchers have pointed to a shift away from traditional systems based on filial
piety toward a more bilateral system in which daughters are increasingly taking
on caring responsibilities for their ageing parents (Zhan and Montgomery 2003).
Whether filial or bilateral systems of care prevail, as family size decreases, adult
children lacking the benefit of sibling support are finding it increasingly difficult to
cope with the numbers of frail older people requiring care (Zhan and Montgomery
2003). A recent commentary in the Beijing Review (2007) went so far as to claim
that the family based system of support for older people was expected to come to
an end within the next 20 years. As in other developing countries, the decline in
the population available to care has been exacerbated by mass migration from rural
to urban areas. Whilst urban populations doubled from 16 percent to 32 percent
between 1960 and 2000, three-quarters of all elderly people in China still live in
rural areas (Fu Hua and Xue Di 2002, 4). Hence, as elsewhere, the migration of
working age adults to urban areas is leaving behind a residual population of frail
elderly and disabled people who would formerly been supported within a familial
system of care (Zhang Yuanzhen 2001).

Alongside these demographic and structural changes, families in China have
also struggled to survive the transition from a socialist to a free market economy.
The privatisation of many enterprises previously almost wholly owned by the state
has resulted in a contraction and closure of many businesses with a loss of job
security and healthcare benefits — an impact that is disproportionately experienced
by women and older people. Due to the greater proportion of women working in
the informal sector, they are also less likely to have pensions than men, and thus
are forced to turn to their children to meet their care needs. As familial systems
of care are breaking down, however, increasing numbers of older people are now
living alone (Zhan and Montgomery 2003). As elsewhere in Asia, this points to an
urgent need to rethink how care for older people is provided. More specifically, it
has been suggested that Asian countries need to move away from sole dependence
of family care to focus on the development of a form of ageing in place that
combines formal services with family care (Zhang Wenfan 2002). Such views are
part of an ongoing debate about the role of state versus familial responsibilities to
care in many Asian countries.

Despite the fact that physical and economic support has traditionally been seen
as the responsibility of families, over the last few decades a number of Asian
societies have begun developing state-based programmes to support older people.
Indeed, most countries in Asia now have some form of state-run pension or social
security programme. However, coverage varies greatly and tends to be better
developed in countries with higher GDP (Chan 2005). Mehta (2005) maintains that
with the exception of Japan, the present mosaic of services for family caregivers in
the majority of countries in East and Southeast Asia is minimal. Not only is there
a shortage of trained social workers and counsellors but there is a severe the lack
of funds within many of the voluntary welfare agencies that deliver community-
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based services. For example, though social eldercare in China is being developed
through a range of public, private and voluntary services, the development of
community care services in China is still in its infancy (Hua and Xue Di 2002).
Furthermore, while medical services in the home have been available for some
time, this does not include personal or social care services. Though day-care,
meals-on-wheels and care-call services for lone elderly are developing, they are
currently few in number. As with most healthcare in China, these services are paid
for either through health insurance or on a fee-for-service basis. State subsidies are
limited and the relatively underdeveloped social security system further weakens
families’ ability to care (Kequin et al. 2000). Where the family is unable to provide
informal care, personal care tasks must be undertaken by privately hired home
care workers. Institutional care in the form of housing for the elderly, care homes
and geriatric nursing does exist, but as elsewhere, is seen as the option of last
resort. Few choose this option and those that do are mainly without relatives to
take on the care-giving role (Kim and Maeda 2001). Hence, as with other systems
of care traditionally rooted in familial support, care is firmly based in the private
space of the home.

Given the speed at which population ageing is occurring in Southeast and East
Asia and the immense social and economic changes that the region is experiencing,
governments of these countries have much less time to react to these changes
compared, for example, to their Western counterparts (Chan 2005). Seeking
solutions to this looming care deficit is thus critical if a crisis in care for older
people is to be avoided.

Care-giving in Latin American countries

A key difference between Latin America countries and more developed countries
is the relationship between the speed and size of the momentum toward ageing
and the social and economic contexts within which this is taking place (Wong et
al. 2006). So while the ageing of society in developed countries took place long
after relatively high standards of living were achieved and institutional strategies
to offset the worst effects of residual inequalities implemented, Latin America
is experiencing a highly compressed ageing process. This ageing of society is
also occurring at a time when economies are fragile, poverty is rising and social
and economic inequalities are expanding rather than contracting. Thus, not only
are Latin American countries ageing ‘prematurely’ (Wong et al. 2006, 159), but
institutional support for older people who require care is more likely to be reduced
rather than increased. This ‘care deficit’ has been compounded by the complex
socio-economic change occurring within many Latin American countries and the
impact this has on both the social structure and mobility of their populations.
Whilst institutional strategies to address the care needs of older people have
been developed, the extent and effectiveness of these strategies varies across the
region. Further, as some commentators have noted, in many countries access
to collectively financed services and resources is contracting (see for example,
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Barrientos 1997; Cruz-Saco and Mesa-Lago 1998). The imperatives arising from
an ageing population structure and declining economy are compounded by the
fact that meeting the long-term care needs of older people — either formally or
informally — is not usually seen as the core function of health care policy in Latin
America. Rather there is an assumption that family and community structures will
reduce the need for institutionalised care. Lloyd-Sherlock (2000) however notes
that in Uruguay, at least, this assumption is open to question. Whilst nominally
it is a country that places a high value on familial care, the proportion of older
people living in residential care is higher than in the United States. This, however,
is something of an anomaly as residential care in most other Latin American
countries is private and thus beyond the reach of lower income households.

What are the implications of these issues for the care of older people across
much of Latin America? Clearly the complex issues that impact on how this
is played out will vary across countries. Traditionally, however, care has been
embedded within family based systems of support, though in common with the
experiences of other countries that have gone through a period of development,
this is changing.

In Argentina, for example, older people are likely to have experienced a period
of development and prosperity during their early lives on a par with developed
countries. During the mid-twentieth century urban industrial centres boomed,
populations migrated from rural areas resulting in the decline of the extended
family and a fairly all-embracing welfare state was developed. Economic
instability from the mid-1970s, however, saw the virtual collapse of its urban
industry, with a consequential growth in unemployment and poverty (Wong et
al. 2006). These economic shifts have had complex effects on intergenerational
relationships and responsibilities for the care of older people. Whilst Argentina
has a distinct system of healthcare for its older people, the system has long been
characterised by bribery and political corruption. Hence the integrated medical
care programme available to older people has limited credibility, efficiency or
functioning (Lloyd-Sherlock 2003). More recently, Lloyd-Sherlock (2008) has
pointed to a further shift in familial structures manifest in growing tendency for
adult children to remain in the parental home as a result of the growing strain felt
by families during periods of economic instability and social change. At least 37
percent of all households now contain at least one older person. It thus is unclear
to what extent norms and attitudes to care have changed. For some commentators,
the shift back towards more familial-based system is indicative of the resilience of
intergenerational obligations based on religious (Roman Catholic) values (Varely
and Blasco 2003). Others, however, argue that the earlier period of modernisation
and economic growth has weakened these traditional familial systems and lead
to a growth of youth-centred, individualistic values. As a consequence this shift
should be viewed simply an outcome of economic instability and pragmatism on
the part of adult children (Lloyd-Sherlock and Locke 2008).

Conversely, though a relatively small, lower middle-income state, Costa Rica
has a highly developed welfare state. Approximately two-thirds of its population
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have access to a pension scheme, with alternative means-tested state benefits
available for those not covered by state of other pension schemes. The rights of
older people with regard to housing, labour conditions and well-being are also
enshrined in its ‘Integral Law for Elderly People’ (Knaul et al. 2002). The law
further defines the duties of state and health services and regulates private care
institutions to ensure the rights of older people are maintained. Male life expectancy
exceeds that of more developed countries — including the Unites States, Germany
and Finland. It also has a relatively young population in comparison to other more
developed countries with only 7.3 percent of its population over the age of 60
(Knaul et al. 2002, 39). The relative success of Costa Rica’s extensive healthcare
system is due to high levels of public expenditure on public institutions specifically
designed to alleviate poverty and the maintenance of a highly centralised health
and welfare system that goes against current global trends toward the marketisation
of healthcare. The majority of its population are also concentrated in metropolitan
areas, maximising service coverage. Despite these developments, care-giving for
its frail older populations is still considered a family responsibility affecting the
provision of long-term care services. The relatively low levels of women in the
workforce (though increasing) means there is still a wide availability of women to
undertake family care and support for frail older people. Daughters and daughters-
in-law in particular take on most of the care-giving tasks for their older relatives.
Family care provision is changing, however, due to shifts in living arrangement
and the rise of the nuclear family. The state has sought to address this by taking on
the responsibility for integrating the family into the care of older relatives through
training programmes for informal care-givers (often undertaken by NGOs and
volunteer programmes).

Until the mid-1990s, residential care services were not considered an important
alternative form of care for older people in Costa Rica. Formal care was provided
through specialised hospitals and targeted programmes. Furthermore, the State
healthcare system strongly discouraged the growth of private provision (Knaul et
al. 2000). Despite this, Lizano (2000) notes that there are three forms of privately
managed care support for older people in Costa Rica: sheltered housing, nursing
homes, and day-care centres. To qualify for either of the first two, however, an
older person must be without familial resources or care. Those older people unable
to make use of day-care services have access to a programme of community care
services. The extent to which Costa Rica may be able to maintain this level of
commitment as its elderly population grows, however, will clearly be a matter for
concern.

Similar concerns about how to maintain its ageing population are growing
in Brazil, where the health and welfare system is poorly equipped to deal with
the problems of an ageing population. What was once viewed as a generous
public pension scheme, for example, is now being seen as an economic liability.
At present, there is a marked lack of proper care services for frail older people,
particularly intermediate care services such as day-centres, day hospitals,
community centres and so forth. Those who have no family or basic survival
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conditions live in institutional settings, but the Brazilian culture is prejudiced
against committing frail older people to care homes, hence those that do exist are
few (though growing) and generally of poor quality. Though policies developed
in the 1990s aimed to enforce an improvement in standards, to date they have
been largely ineffective. Ramos (2000) maintains that given the fact that demand
for places exceeds supply; there is little incentive to effect improvements.
The lack of social support and residential care places the main emphasis on
family care within the home. Many middle-aged women thus find themselves
maintaining a job, caring for their own children and caring for their frail elders.
The outcome, as one respondent in a study by Machado (2001, 11) commented,
is that ‘within their own family, [the elderly — sic] are more and more excluded
from society, more at home with no support, no-one has time for the elderly,
everybody goes to work.’

Commentators maintain that while Brazil’s most pressing problem had been
its growing army of glue-sniffing street children the problem has now shifted
with its ageing population now being its most important challenge (Ramos 2000).
Longman et al. (1999) go so far as to claim that if the government fails take urgent
action, Brazil may be faced with a future problem of street e/ders without having
solved its problem of the street children. Yet according to Ramos (2000), despite
the escalating problem of care for older people, the Brazilian government still see
it as less critical than the problem of its street children.

What has contributed to the rising problem of caring for an ageing population
in Latin American countries? In part, the pattern of development closely resembles
that of other lower middle income states. That is, it has been characterised by rapid
industrialisation and urbanisation from the mid-twentieth century, declining birth
rates and a shift in morbidity and mortality patterns away from infectious disease
to the diseases and chronic health problems of old age. These factors have all
acted to undermine the pre-eminence of the family care-givers to their frail elderly
relatives.

A number of other factors have also contributed to our understanding of who
cares and where in Latin America:

» First, there are significant regional variations in life expectancy. For
example, Ramos (2000) notes that there is over 15 years difference in life
expectancy rates between the poorest north eastern areas and the wealthy
southern areas of Brazil. Similarly, birth rates vary, with women in the
poor north east averaging families of five children and women in the south
achieving only replacement birth rates. On the face of it, this would appear
to indicate that older people in these poor rural areas are more likely to be
able to draw on familial care. In reality, however, many young rural dwellers
of working age migrate to urban areas leaving the rural elderly with no
familial support, contributing to the problem of ageing rural migrants with
no familial networks.
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* Second, many Latin American counties have traditionally been patriarchal
societies — an ideology that has been embedded in family structures and
national policies until relatively recently (Goldani 1990). Women’s work
was conceived as supplemental to the male breadwinner, justified only
where the head of the family could not afford to support the family. Until
relatively recently, therefore, women’s participation in the labour force
has been fairly low — and regulated in some countries. While more liberal
legislation began to emerge during the 1970s and 1980s, there were still
prejudicial barriers to women working. Goldani (1990) maintained that
it was only with the introduction of a constitution in Brazil 1988, for
example, that the pattern of the patriarchal family was abandoned. Since
then, there has been a growth of childless couples, one-parent and female
headed families. Such changes have an inevitable effect on the status of
older people and women'’s ability to care.

» Third, familial responsibility for older people requiring care has traditionally
been unquestioned, particularly amongst the poorer populations. Rapid
urbanisation combined with low wages, high rates of accident due to
occupational hazards, significant housing shortages in urban areas and
geographical distance, however, have all acted to undermine adult children’s
ability and willingness to care. Family and kin networks are losing ground
before societal mechanisms to effect institutional transfers are securely in
place (Ramos 2000; Wong et al. 2006; Lloyd-Sherlock and Locke 2008).
Where family care is not forthcoming and residential care is unaffordable or
stigmatised, the only option may be hospitalisation — a widespread problem
in many developing countries, and one which is likely to get worse (Lloyd-
Sherlock 2000).

Post-socialist countries

Finally, it is worth considering some of the factors that have affected how care, and
who cares, has been [re]constructed in the post-socialist states of Eastern Europe.
Within countries formerly part of the Soviet Republic, the historical legacy of
collective responsibility meant that until relatively recently, (basic) long-term
care for frail and vulnerable groups was provided within state-run institutional
settings. The ideological commitment to collective provision, together with high
levels of women in the workforce, reinforced state commitment to the development
of institutional care rather than individual community-based supports. The
legacy of socialism in these countries, thus, created a very different ethos of care
(Bezrukov 2002). Though experiences vary, by and large the contours of care
are neither typified by a culture of familial obligation nor are they comparable
with those of western democracies where the concept of ‘ageing in place’ and the
development of community care services have increasingly taken root since (at
least) the mid-1970s.
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The post-socialist states of Eastern Europe have experienced significant political
and structural transitions since the end of the twentieth century. As Najafizadeh
(2003) points out, when the state no longer assumes the core role as the provider of
care, who will assume that role becomes a critical question. Perceptions of whose
responsibility it is to care for older people and where that care should take place
are shifting. The socialist history of the Ukraine, for example, means that while the
healthcare system has been widely available across the country, the availability of
key services has been limited. Though community care and home based supports
for older people are developing in post-socialist Ukraine, they are relatively new.

The Ukraine, however, has a large elderly population — currently 20.5 percent
of the population are over 60 years of age — a figure set to rise to 25 percent
by 2025 (Bezrukov 2002, 1). Its ageing population means that the size of the
population unable to work is beginning to exceed those who can. The capacity of
its informal care system is thus very limited and as such cannot form the dominant
model of care for older people. While state legislation gives all citizens the right
to healthcare and medical aid — either through state financial support, or free of
charge at state/community institutions — the gap between budgetary allocations
and real cost means that some services are either partially or fully paid for on a fee-
for-service basis (though specified population groups received fully or partially
subsidised care for all services).

The incapacity of its informal care system means that alternative public or
privately provided systems need to be developed. Some voluntary sector (or NGO)
provision is beginning to emerge — including geriatric hospitals and homecare for
frail older people. Though the development of an organised voluntary sector was
not encouraged under the former socialist regime, there has been a fairly long-
standing tradition in the Ukraine of rendering assistance to disabled and frail
older people on a voluntary basis. This tradition has grown in recent years with
volunteers working in a range of care services including social services, welfare,
in-patient and medical centres as well as within formal voluntary organisations
themselves. Parishioners from differing religious groups also play a role in
providing homecare to frail older people. Overall, as Verzhikovskaya et al. (1999)
note, there is no one single system of long-term care provision for older people.
Most is supplied by the state, mainly through local budgets, on the initiative of
local administrators or other potential funders (e.g. religious or voluntary groups)
with priority being given to those who live alone. Differences in resources and
infrastructure at regional and locality level mean that frail older people and their
informal carers can have highly differentiated access to formal care services.

Since the collapse of the Soviet welfare state, poverty has affected an
increasing number of older people. Collective healthcare systems have become
less reliable and social care for older people has almost entirely ceased to function.
This is particularly problematic in rural areas. Whilst a pension system exists in
Russia, its value has dropped to just above subsistence level. The insecurity of
personal welfare has been a persistent feature of the history of the Russian people,
indeed, Tchernina and Tchernin (2002, 560) note that ‘personal responsibility
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for one’s own survival is ancestral and quasi-perpetual’. A distinctive feature of
Soviet and post-Soviet society in Russia has been the strength and distinctive
role of informal social networks. Vishnevskij (1995) maintains that these are the
residue of forced urbanisation in the 1930s, resulting in the creation of urban
societies that retained those rural practices that had characterised Russian rural
communities for centuries. During the Soviet era older people developed a range
of survival strategies commonly based on these informal social networks and the
development of a range of income generating activities. Such activities included
barter and exchange in the grey and black economies, street trading of foodstuffs
and other goods, trafficking of illegal goods and begging (Tchernina and Tchernin
2002). Many young adults, unable to obtain their own apartment or home spent
the first ten years or so of their marriage living with their families. Younger adults
would take on a breadwinner role whilst older people took on household and child-
rearing tasks, garden cultivation etc. From the 1990s, however, there has been
an inversion of the breadwinner role with many older people drawing on their
ownership of their own apartments, garages and allotments to generate income
that they frequently redistribute amongst their children’s families. Most expect
neither reciprocal exchange nor financial support from their families (Tchernina
and Tchernin 2002). Alongside the decreasing responsibility of the state for its
older people there has been a growing practice of legal agreements between
older people and entrepreneurial relatives who pay a monthly sum (equivalent
to a market rent) for the use of the older person’s apartment plus any personal
services rendered. These developments highlight not only how older people are
increasingly taking on responsibilities to care for their families rather than vice
versa, but also the frailty of intergenerational solidarity.

It is important to note, however, that the experience of post-socialist countries
that were not part of the former Soviet Union can be very different. In the old
socialist regime in Albania, for example, care was characterised by a dual system
of family and state provision in which patrilocal systems of care (in which the
youngest son took responsibility for parental care) still prevailed. The sudden
collapse of Albania’s highly authoritarian regime in 1989, however, lead not
only to a collapse of its paternalistic state welfare system, but a massive backlash
against the old regime’s tight regulation of movement — both within and outside
Albania. Internally, this regulation had acted to keep urbanisation artificially low
(Vullnetari and King 2008). Hence, once the barriers to movement came down
Albania experienced massive population mobility driven by the need to survive
the economic and political chaos that followed in the wake of the collapse of its
socialist regime. The Albanian Government estimates that since the movement
ban was lifted, around one million people — that is 1:4 of those aged between
20 and 40 years of age — have migrated, mainly to Greece and Italy, but also
to North America, the UK, France, Belgium and Germany (INSTAT 2004). This
scale of migration, concentrated within such a short time period is unprecedented
in modern Europe and whilst many migrants still send remissions back to their
ageing parents, it has resulted in a severe breakdown in trans-generational care.
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The combined collapse of state welfare together with the ‘care drain’ created by the
mass migration of adult children has produced a new phenomenon of abandoned
and destitute older people. Vullnetari and King (2008) maintain that only five
residential care homes for older people remain in Albania together with a handful
of NGO run day-centres — all of which are located in major cities and are clearly
insufficient to cope with the needs of an urbanising population. Social care for
older people in need of support is virtually non-existent in rural areas. Yet while
villages have next to no public services, Vullnetari and King (2008) point out
that the outflow from rural areas has left no shortage of housing for older people.
Combined with the sense of support and community that is still strong in these
areas, this to some extent is helping to ameliorate the effects of the ‘care drain’ and
relieve pressures that would otherwise be exerted on state welfare services.

Concluding Comments

In considering the landscape of care from an international perspective it is possible
to see that how care for older people is manifest is shaped by a range of differing
cultural, political and economic constructions that change over time and place. All
of these impact not only who cares, but where that care takes place. Rights and
responsibilities in relation to the care of older people operate across a spectrum;
with care being located firmly within the family and home at one end of the
spectrum, and within the state and institutional settings at the other. In between
these two extremes a number of differing systems of care exist that incorporate a
range of providers from informal care-givers to state, private and non-profit actors.
These actors also operate across a range of places including domestic, community
and institutional settings. How care is produced in differing places, however, is also
affected by a range of factors that operate not only at the national level, but also
at regional, local and community levels. The construction of care is also shaped
by the prevailing political ideology and how care systems are organised within
that ideology. Though this is manifest largely at the level of national government,
regional and local government can also play a significant role here is shaping local
landscapes of care.

Also of significance is the historical legacy of care and the impact of wider
global processes. The ageing of the world’s population and changes in the world’s
economy, for example, are having a significant impact on the extent to which
both governments and individuals are able to maintain existing patterns of care
for the growing numbers of older people. As this chapter has demonstrated, this
is not simply a phenomenon of advanced capitalist states. The complex interplay
between ageing populations, modernisation, urban growth and migration patterns,
together with changes in the composition of family and workforce patterns as
well as structural shifts are all interacting to create a complex web of factors that
affect traditional patterns of care with, as yet, little by way of replacement systems
of care. Elsewhere, the collapse of previous political and/or economic regimes



Mapping the Contours of Care — International and Transnational Perspectives 59

(as in post-socialist and some Latin American states, but also to some extent in
traditional welfare states) has left significant gaps in care formerly offered by the
state that families are either unable or unwilling to fill — the so-called ‘care gap’.
Addressing the issue of how we care for our older populations in the twenty-first
century is thus an issue for developed and developing countries alike.

Finally, it is important to note that whilst we are experiencing global ageing and
an increased likelihood that greater numbers of older people will require care, they
can also (and often do) make an important reciprocal contribution to care. Within
familial settings they may be net contributors to care, either economically, through
the pooling of financial resources or other assets (such as the home, land or a
family business) or the undertaking of childcare and other household tasks. These
important contributions can also act to offset the worst effects of social isolation
amongst older people. Hence, it is important that we do not disregard the two-way
nature of care, or the value of recognising this reciprocal care, particularly within
familial relationships.
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Chapter 5
Care and Home

As noted in Chapter 4, globally not only are there are marked variations in the
balance of resources invested in care for frail older people, but these variations
determine who cares and the locus of that care. Tucker et al. (2008) suggest,
however, that with regard to many western societies, we have begun to see
evidence of a convergence in care policies manifest in a greater concern for
supporting older people to remain within the home. The rationale for this shift,
they maintain, is not only a belief that home is the preferred site of care, but that
it is also more cost effective. So while this chapter focuses largely on how older
people and their informal care-givers experience ageing in place in the UK, the
shift toward convergence means that many of the issues raised in the chapter will
be of relevance to other western societies.

Framed by debates about the ageing of society and its implications for care
in the UK, the chapter discusses how older people and their informal carers
experience care-giving in both home and community settings. In doing so, it
considers how they understand and gain access to public, private and voluntary
care services and the importance of place in mediating the availability of, and
access to, these services. The chapter also considers the meaning of home for older
people and their informal carers. In doing so, it considers how, as levels of care
needs increase, this can result in changes in feelings of privacy, control and power
relations between formal and informal care-givers and a blurring of the boundaries
between institution and home.

Contextualising Care and Ageing in Place in the UK

It is not the purpose of this chapter to chart the historical development of care for
older people in the UK — this has been well documented elsewhere. Nevertheless,
to understand the implications of ageing in place for both older people and informal
care-givers, it is important to have some appreciation of the policy context that has
contributed to the shaping of these experiences.

One might, of course, argue that at its core, care for older people in the UK has
always been the responsibility of friends and families with institutions such as the
state and church playing only a residual role for those most frail and needy with no
other visible means of support (e.g. through parish relief or institutional ‘care’ with
poorhouses). Indeed, if we accept Offer’s (1999) argument, the state’s acceptance
of responsibility for the care and support of older people post 1945 should be seen
as the exception rather than the rule. This said, it is against this period that most
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contemporary changes in care and support for frail older populations are measured
and framed. Of most significance has been the ideological and political shift in the
latter half of the twentieth century away from institutional toward community-based
care. This shift has resulted in a whole raft of legislation, guidance documents and
reports that have shaped not only how, but where care and support to older people
should be provided. Key changes affecting the shape of care for both older people
and their informal carers, from the 1970s onwards, are summarised below.

As part of the wider shift in thinking about how best to care for frail and
vulnerable groups in our society, a series of government papers and reports emerged
during the 1970s and 1980s. These culminated in the 1990 NHS and Community
Care Act, which pointed to the need to develop better domiciliary, respite and
community-based initiatives to enhance the ability of these individuals to remain
in community settings. For older people, this marked a shift from away from the
earlier focus on care within large (mainly public sector) residential settings as the
only real alternative to family care. Such settings had increasingly come under
heavy criticism for the poor quality of care offered and their institutionalising
effects (see Townsend 1962 1965). Responsibility for developing and implementing
community-base services was placed in the hands of Local Government, with
the National Health Service (NHS) responsible only for the medical and nursing
aspects of community-based care. Local Government was required to develop
a competitive market for social care through the encouragement of independent
sector provision. The voluntary and private sectors were, thus, to be encouraged
to compete for contracts to develop and deliver care services to older people and
their informal carers. Local Government was to draw back from direct provision
in favour of a monitoring, commissioning and contracting role. As a consequence,
the UK saw the voluntary and private sectors begin to develop as key providers
in the ‘care industry’. The voluntary sector in particular began to emerge as a
significant provider of personal and social care and support focused on the home
and community, whilst the private sector invested heavily in residential care homes
(encouraged by the substantial subsidies available for means-tested places). This is
not to say that these two sectors focused solely on these distinct areas of care, but
it is certainly true that the majority of care homes in the UK are in the hands of the
private sector. The Commission for Social Care Inspectorate Report (CSCI) notes,
for example, that over 75 percent of residential care homes in England are privately
owned (2009, 22). Most public sector homes have now closed or been taken over,
and while the voluntary sector does have some stake in residential care, many of
these homes (though not all) are underpinned by a particular religious or cultural
ethos. Similarly, the voluntary sector is the major provider of non public sector
personal care and community-based services. While private sector involvement
in home-based nursing and personal care is growing, during the late 1980s and
1990s, its main area of growth in terms of care provision for older people was in
the residential sector.

The growth in independent sector care, however, has manifest in substantial
inequities in access to, and the availability of, care services — both regionally
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and within specific geographic localities. In part this arose as a consequence of
local political disagreements about whose role it was to provide care, and hence
differences in Local Governments’ willingness to wholeheartedly embrace local
state withdrawal from care provision; in part as a consequence of differential
decision-making between and across all three sectors about what services to develop
where; and in part as a result of the long-standing separation of responsibilities for
social and nursing/medical care between Local Government and the NHS that
stretches back to the inception of the welfare state. Disagreements between health
and social care providers were particularly evident around those services deemed
to be at the cusp of medical/nursing and social care. In part this was linked to ‘turf
protectionism’ and in part to disagreements around whose budget these services
would be attributable to. This has been epitomised in the somewhat heated debate
that emerged around the ‘social’ versus the ‘medical’ bath (see for example, Twigg
1997; Griffiths 1998; Lewis 2001).

Variations in care provision were further exacerbated by a continued lack of
coterminosity between Local Government and NHS boundaries. I have discussed
these issues and their outcomes in terms of geographical inequities in statutory and
independent sector care for older people and informal carers in detail elsewhere
(see Milligan 2000 2001; Milligan and Conradson 2006). While I do not propose
to restate these issues here, it is worth noting that current policy is still actively
seeking to redress these problems through the development of more integrated
care services. Indeed, Wanless (2006) points out that while many developments
of the early 1990s were deemed controversial at the time, retrospectively, it is
striking to realise how similar these issues and agenda were to those still facing
policy makers today. Not only does this highlight how challenging the community
care agenda has proven to be, but also the relative failure of services to achieve
this vision over the past 20 or so years.

The change of Government from Conservative to Labour in 1997 did not mark
any substantial shift in the direction of social care. Indeed a White paper published
in 1998 explicitly reaffirmed the Government’s commitment to community-based
care — not through any shift back toward public sector provision, but through the
promotion of the so-called ‘third way’. This approach explicitly rejected both the
previous Government’s commitment to the privatisation of care and the ‘one size
fits all’model of universal healthcare that characterised ‘old style’ Labour provision
(Wanless 2006). The ‘third way” had at its heart a commitment to a rejuvenated and
improved partnership working designed to promote so-called ‘joined-up’ working.
Local strategic partnerships (LSPs) around geographical or thematic areas were to
bring together a whole range of actors from relevant statutory, voluntary and private
sector services to address a common goal (Milligan et al. 2007). This joined-up
approach was a defining feature of the 1998 initiative ‘Better Government for
Older people’ — a pilot designed to develop local partnerships whose task was to
develop strategies to meet the needs of their older populations. The complexity
inherent within these partnerships, however, has meant that lines of responsibility
have often been unclear, undermining their effectiveness (Wanless 2000).
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Tanner (2001) has further argued that despite the rhetoric of a needs-led
community care policy, this has not been sustained in the face of reduced budgets
and increased demand for social care. Rather what has emerged has been a
targeting of services rather than the delivery of services based on an assessment
of need. This need to contain resources has manifest in a process dominated by
managerial rather than professional concerns. The overall result has been an
intensification of services focused on high level needs that leave limited resources
for preventative care. So while the 2001 National Service Framework (NSF) for
Older People and the 2006 White Paper Our Health, Our Care, Our Say both
outlined reforms designed to firstly, improve the quality of health and social care
support for older people; and secondly shift away from intensification toward the
development of more preventative measures, these services remain patchy and
unco-ordinated. Indeed, Tanner maintains that though the NHS has sought to
focus on intermediate care as outlined in the NSF, in effect what has emerged
is a focus on the development of alternative forms of provision for those who
already meet the eligibility criteria. Hence, not only is there a continuation in the
intensification of care, but as the CSCI (2009) points out, in England, there is an
ongoing geographical inequity in the quality and availability of the different types
of services that are available. Interestingly the CSCI also note that this variation
is not just geographical, it also exists in the quality of care between sectors — with
voluntary providers significantly outperforming private providers of domiciliary
and residential care services (CSCI 2009, 23-26).

It is perhaps pertinent at this point to summarise the financial landscape of
care support in the UK. All medical/nursing care is free at point of contact though
personal and social care (with the exception of Scotland) is subject to means-testing.
Medical and nursing care is the remit of the NHS and is paid for through general
taxation. Personal and social care comes within the remit of Local Government who
target services at those most in need and means-test those individuals assessed as
qualifying for services. Funding for the subsidised elements of these services comes
in part from central government budget allocation and means-tested benefits; and
in part from local taxation payable by all householders and businesses within the
jurisdiction of each Local Government. Whilst an individual can choose to enter
residential care and pay for it privately, Local Government also subsidises places
within care homes and placement here is also subject to means testing. Since 2002
any nursing care received within the care home is deemed to be free and as with
other health care is paid for through central taxation. The 1998 Royal Commission
on Long-term Care recommended that personal care be provided free to older people
in the UK. While Scotland chose to implement this recommendation, England,
Wales and Northern Ireland chose not to. Hence, contrary to the rest of the UK,
personal care in both domiciliary and residential care settings in Scotland has been
provided free of charge at point of receipt since 2002 and is instead paid for through
central budgets (Bell and Bowes 2006). Debate continues within the rest of the UK
about how future social care needs should be developed and funded — an issue that
is currently the subject of a major government review (HM Government 2008).
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One further development of note has been the introduction of the Direct
Payments option referred to in Chapter 2. Initially introduced in 1996, the Act
introduced powers to enable certain categories of people to be offered a cash
sum in lieu of services which they could then use to purchase their own support
(Wanless 2006). In effect, this makes individuals in receipt of Direct Payments
employers, able to make choices about what forms of care and support they wish
to purchase. This option has proven popular with the disability movement and has
been seen as a critical move forward in its bid to replace the notion that services
should be framed around care to one of support (Thomas 2007). The Direct
Payment option was extended to older people in 2000, but uptake was limited,
hence in 2003, the Government extended the scope of direct payments to make it
a duty, rather than a power, for this option to be offered to eligible people. Though
uptake amongst older people is now rising (CSCI 2008), growth remains slow
— despite this being the largest group that could potentially benefit (Argyle 2004;
Manthorpe and Iliffe 2005; Swift 2007). Several reasons have been put forward
for this; in part it has been linked to confusion and a lack of knowledge and clarity
about the role of health services in promoting direct payments; in part about the
unwillingness of older people and their informal carers to take on any additional
stress and responsibility that may be involved in becoming an employer; and in
part about a lack of choice over services offered within their locality. This has been
compounded by confusion amongst older people and their informal carers about
what services are actually available and how to access them. Indeed, in a recent
study of the future of long-term care for older people in London, Robinson and
Banks (2005) were lead to conclude that not only was the so-called care market
failing older people, but efforts to empower them, and their carers, through direct
payments were doomed to failure unless sufficient services of the kind that people
actually wanted to purchase were developed.

Informal care and ageing in place

Despite the shifts referred to above, the implementation of policies designed to
support ageing in place are still heavily dependent on informal care. Government
recognition of this is evident in a range of policies that have emerged particularly
from the mid-1990s, designed to support and encourage informal carers to continue
caring for as long as possible. In 1995, for example, we saw the implementation
of The Carers (Recognition and Services) Act — with subsequent Acts in 2000 and
2004 that articulated more clearly the rights of carers and the responsibilities of
Local Authorities. For the first time, those who were providing substantial levels
of informal care and support had the right to an assessment of their own needs over
and above those of the person they cared for.

Although a pessimistic view would see this shift as having more to with
preventing carer breakdown (and hence the need for state intervention) than any
real recognition of the significant role informal carers played in the care of their
frail older relatives, these shifts do mark the beginnings of a recognition that
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informal carers are not solely a resource against which other services should be
measured, but that they are also co-workers that may potentially become co-clients.
As well as a range of (admittedly limited) state benefits, carer support has been
designed around a range of domiciliary and residential respite care, counselling,
advocacy, support groups, information and training. Current provision of services
to support informal carers, however, varies significantly with location and personal
circumstances — for example, co- or extra-residential status. It has also been argued
widely to be inadequate (see for example, Milligan 2001; Keeley and Clarke 2002;
Mabher and Green 2002; Arksey and Hirst 2005; Wanless 20006).

The most recent Government report, Carers at the Heart of the 21st Century
(2008) sets out a new ten year strategy for supporting informal carers. In doing
so, it recognises the dichotomy presented by the promotion of policies designed to
support ageing in place — with their reliance on continued informal care-giving —
and the impact of changing family structures, work-life patterns and expectations.
As elsewhere, such shifts are impacting on people’s willingness and ability to care,
leaving some older people isolated with little or no support from family or friends.
The strategy specifically notes that:

These changes mean that the needs of carers must, over the next 10 years, be
elevated to the centre of family policy and receive the recognition and status
they deserve

and that

the next decade must lead to major and substantial change in the everyday lives
of carers and the family members and friends they support (2008, 8-9).

To address these issues, the strategy sets out a five point vision through which, by
2018 carers will:

* be acknowledged as expert partners in care and have access to the services
they need to support them in their caring role;

* be able to maintain a life of their own alongside their caring role;

» have access to sufficient support so that they will not find themselves facing
financial hardship as a result of caring;

» Dbe treated with dignity and have sufficient support to ensure they maintain
their physical and mental wellbeing;

* have protection from inappropriate caring (e.g. children and young people).

It would be hard to disagree with such a laudable vision. How exactly this is
to be successfully implemented, however, without first tackling the ongoing and
enduring problem of the health and social care divide is more difficult to foresee.

In sum then, five core themes underpin the contemporary context of ageing in
place in the UK:
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* ashift in the model of care for older people from institutional to community
and domiciliary settings;

» a widening of care providers that includes not just the family and the state
but also voluntary and private sector provision;

» enduring problems and continuing efforts to resolve the long-standing
health and social care divide;

» a shift of focus from marginal services targeted at a few high-end users
to more mainstream provision with an increased focus on preventative
services; and

» a shift of emphasis from informal carers as resource to recognising carers
as both co-workers and co-clients.

This shifting landscape of care thus represents both a policy ideal and a complex
process of interaction between older people, those providing care and support and
where that care and support takes place.

Care and Home

Any attempt to understand the implications and experience of ageing in place for
older people and their informal carers, brings into focus the complexity of home
as both a site of social interaction and personal meaning and as a site of care that
brings both the public and private into tension.

The meaning of home, self and identity

Ageing in place is built on the premise that the home is the optimum space in
which to provide care and support for older people in a way that will enable them
to remain as independent as possible, for as long as possible. The home is seen as
a setting that is both familiar and imbued with particular meaning. Implicit within
this notion is an assumption that the ongoing and temporal process of inhabiting a
familiar place somehow results in the development of a unique sense of attachment
that is both supportive and adaptive — particularly for older people. There are at
least three core aspects that contribute to this:

Home as haven Critical to understanding this sense of attachment to place is
the notion of the home as haven. As a ‘protected place’ the home represents a site
of security, familiarity and nurture (Tuan 2004) — a place of retreat into a private
world, away from public scrutiny, where the individual can control decisions
about who to admit or exclude. This can be particularly significant for older
people who feel vulnerable outside the bounds of their own private space and
where the surroundings of the home provide an important buttress to their sense of
self (Sacco and Reza Nakhaie 2001; Milligan et al. 2004). The presence of private
possessions and familiar objects within the home can reinforce this sense of self



68 There s No Place Like Home: Place and Care in an Ageing Society

and social status, endowing the home with personal meaning (Rubinstein 1989).
This can be particularly important for those whose cognitive and sensory abilities
may be failing. Familiarity with the organisation of the home can, thus, provide
an important reinforcement to the sense of self and safety. As a site of ontological
security, the home becomes a familiar and ‘safe space’ from the threats of the
outside world, so extending the individual’s ability to successfully age in place.
Critical to this aspect of attachment to place is the view that older people who have
a positive attachment to home are more likely to feel in control, secure, and have a
positive sense of self — this in turn ‘helps adjustment to the contingencies of ageing
and enhancing well-being” (Wiles 2009, 665).

Home as a preconscious sense of setting The familiarity of home has also been
argued by Rowles (1993, 66) to facilitate a ‘preconscious sense of the setting’. For
example, he points to the way in which, over time, we develop not only a physical
attachment to the home, but also the routines we perform within it. This, then,
enhances our ability to instinctively negotiate spaces within the home without
coming to any harm and hence it is an important contributory factor in promoting
successful ageing in place. This is most clearly demonstrated when the process
breaks down; for example, when an individual trips or knocks over an object in
the home that had never previously presented an obstacle despite being in the same
location for a long time.

However, whilst this preconscious sense of setting may enable individuals to
transcend apparent physiological and sensory limitations, it may also make them
more vulnerable to changes in the physical environment. A small object left on
floor or the moving of a small item of furniture (such as a chair or side table etc.) to
a different location can, for example, contribute to a fall or small accident (Rowles
1993). Larger changes in the physical environment arising as a consequence of
the need to install adaptations or rearrange the home to accommodate the needs
of care-giving are thus likely to decrease the preconscious sense of setting and
increase vulnerability. These changes may be particularly difficult to negotiate
for those experiencing sight impairment or short-term memory loss such as in
dementia.

As people age in place, not only are the spaces they inhabit likely to undergo
physical change, but their sense of place and their associations with those places
will change (Wiles 2005). It is important, then, to recognise that home is not some
kind of static, physical structure but is a dynamic, negotiated and contested space
in which understandings of home and the complex relationships between care-
recipients, formal and informal care-givers are played out. Yet this can also be
framed alongside images of the stresses experienced by older people and their
informal carers that arise from the need to relocate to progressively more supportive
environments as frailty increases (Milligan 2006). Indeed, commentators such as
Danermark and Ekstrom (1990) maintain that where older people are relocated
involuntarily, this can result in increased morbidity and mortality.



Care and Home 69

Home as a site of embodiment and identity The home can also be viewed as
the embodiment of identity and self-expression that not only anchors people
within a particular locality, but which is manifest as a site of memories and a daily
reminder of continuity with past identity and relationships. Here, Augé’s (1995)
conceptualisation of ‘anthropological place’, as a place of connection, memory
and identity is of particular significance in facilitating our understanding of the
importance of place in the caring experience. By conceptualising the home as a
site containing shared memories and a family history in which the informal carer
and care-recipient can connect and identify, the home facilitates an understanding
of the needs and desires of the care-recipient. De Certeau et al. (1998, 145) further
note that, ‘a place inhabited by the same person for a certain duration draws a
portrait that resembles this person based on objects (present or absent) and the
habits they imply’. Exclusions and preferences, order and disorder, the organisation
of available space, colour, texture and use of materials and so forth. all serve to
compose a ‘life narrative’ about those living in the domestic space. Effectively
harnessed, formal care-givers can gain important clues about the identity and
personality of the care-recipient that can act to enhance the caring relationship.
As the embodiment of identity, the home can act to place limits on the extent to
which an individual can be objectified and depersonalised as within a collective
[institutional] regime.

For de Certeau et al. (1998, 145), the home represents a personalised, private
territory where ‘ways of operating’ are invented, deployed and repeated from day
to day in ways that gain a defining value. As sites in which the familial microcosm
is rooted, such spaces are both materially and emotionally dense. On the one hand
they can be construed as ‘protected places’ where the sick body can find refuge
and care away from the pressures of the social (collective) body; on the other, they
represent ‘theatres of operation’ in which a multiplicity of functions and practices
take place. This spatial dialectic not only reinforces the porosity between public
and private within the home but requires us to recognise and unpack the shifting
power-dynamics of care that occur within these places.

As Bamford and Bruce (2000) point out, maintaining a sense of control and
autonomy in the face of increasing and unwelcome dependency is important for
both the care-recipient and the informal carer. Remaining at home is often seen as
an important symbol of that control and is particularly important with regard to
health professionals. As one care-recipient within their study put it: “There’s a lot
isn’t there, to be said to come home and lock our door and it’s your own place ...
And do what you like’ (556). Within de Certeau et al.’s conceptualisation, those
residing within the private space of the home have the power to exclude. Hence,
unless explicitly and freely invited to enter, every visitor can be construed as an
intruder. Visitors to the home enter on a privileged basis that is bound by the norms
of being a guest — and guests should not trespass outside of those areas into which
they have been specifically invited. Twigg (2000) and others have thus been lead to
argue that as guests, formal carers require permission to enter and undertake care
work, empowering care-recipients to the extent that they can both determine which
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areas of the home may be accessed by the formal carer, and can, if they so choose,
refuse them entry. The social norms construed within this conceptualisation of
home are thus viewed as reinforcing the capacity of care-recipients to say ‘no’ to
formal carers seeking to enter the home to deliver care interventions.

Whilst this may be true, we should not forget that care practices designed to
enable older people to remain within these ‘theatres of operation’ for as long as
possible mean that the ability to exclude from even the bedroom, usually the most
protected of private spaces, will be limited as levels of frailty increase. A growing
requirement for support with activities of daily life such as dressing, bathing and
getting ready for bed, for example, may be critical to facilitating a frail older
person’s ability to manage their daily lives. At the same time, however, for this
care to be performed the older person must allow relative strangers to have access
to some of the most private spaces of his or her home. Whilst formal carers still
require permission to enter these spaces, refusal will not only result in a reduction
of the older persons’ ability to successfully age in place, but is likely to hasten
entry to long-term residential care. Hence, those in receipt of care within the home
can find themselves positioned within altered and shifting relational patterns
that are instrumental in the construction, dismantling and reconstruction of their
experiences of home (Angus et al. 2005).

The growing implementation of new and remote care technologies to support
ageing in place is adding yet a further layer of complexity to our attempts to
understand how these power relationships are constructed and played out within
the home. This is discussed in more detail in Chapter 6. Yet these complexities
can also be constructed in stark contrast to the erosion of an individual’s power to
exclude as they move into supported and residential care settings.

So while issues of meaning, identity and sense of setting are important in helping
us to understand why the home can facilitate successful ageing in place, it needs to
be recognised that this will shift and change with increasing levels of frailty. The
critical question then becomes whether home still remains the best site of care for
older people. Work around end of life care and ‘place of death’ (see for example,
Brown 2003; Gott et al. 2004) suggests that whilst older people may initially prefer
to be cared for by informal carers within the home, contrary to expectations, as
levels of care needs intensify, the nature of home changes such that many would
prefer to be cared for elsewhere. As Brown put it, home must change when people
are hospiced there. So the paradox emerges: is it still home?’ (841).

Home and care work

Earlier chapters have drawn attention not only to shifts in who cares, but where that
care takes place. While the domestic home is now the preferred setting for the care
of older people, the relocation of care work from institutional to domestic settings
creates tensions between home and work that can fundamentally challenge the
meaning of home. Formal care workers entering the home need workspaces that are
clean, hygienic and efficient for the purpose of delivering care (McKeever 2001).
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This frequently requires the reorganisation of domestic space to accommodate
the ‘paraphernalia of care’ — and in some cases the physical modification of the
infrastructure to support access (for example, through the installations of ramps,
stairlifts, hoists etc.). Whilst such artefacts are routinely available in institutional
settings, these spaces can be organised to conceal some of the more disconcerting
features in ways that cannot be easily achieved in domestic settings (Roberts and
Mort 2009). Though debate around institutional settings has highlighted how
efforts have focused on manipulating the institution to make it seem more home-
like (Peace et al. 1997; Milligan 2006), there has been only limited discussion
of the ways in which the importation of artefacts associated with institutional
care can affect the meaning attached to the domestic home (though see Milligan
2000; Gott et al. 2004). Yet older people and their informal carers are unlikely
to welcome the reordering of the home as a clinical work space, instead placing
value on the home as a private, comfortable and aesthetically pleasing space that
is imbued with personal memories and a sense of history and belonging. So while
professional care supports within the home may be beneficial to the informal carer
and care-recipient, they also transgress the social space of the home, creating a
change in the meaning and sense of home. As one informal carer put it:

I felt they [statutory services] were going to send this person in, send that person
in — different things, and my home wouldn’t have been my own! There would
have been somebody coming in all the time, every hour of the night and day,
and I just couldn’t stand that. My home wouldn’t have been my own! (Milligan
2000, 173).

Others point to the ways in which the importation of the paraphernalia of care
can reshape both the role and meaning of particular spaces within the home, such
as the living room, dining room and so forth (e.g. Twigg 2000; Milligan 2001).
Importing institutional artefacts is also symbolic of the physical and emotional
labour entailed in caring. So when a care-recipient moves into residential care or
dies, the remaining equipment can become a potent reminder of that transition.
Exley and Allen (2007) and others point out, however, that informal carers can
experience significant difficulty in arranging for that equipment to be removed.
Indeed, informal carers have pointed to surplus equipment ranging from hoists,
wheelchairs, bath aids etc. that care services have failed to remove despite
numerous attempts to arrange for their pick-up (Milligan 2001).

It is important to point out however, that for some, the re-ordering of the home
into a space of care can be viewed positively. The re-ordering of a room (such
as a dining room, study etc.) into a bedroom — either within the spousal home or
in the home of a non-spousal carer — can be seen as a positive affirmation of the
strength of the affective ties that underpin the caring relationship (Exley and Allen
2007). However this change in function of a room can be difficult where space is
limited or where the spouse has to move out of the marital bedroom to make way
for equipment necessary to support the care of their partner. As one informal carer
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explained, ‘we needed a hospital bed which was in the alcove [in the lounge]. So
she had a hospital bed and everything was geared. So we made a hospital room if
you like’ (Exley and Allen 2007, 2321).

The differing requirements of home and work for older people, informal and
formal caregivers mean that the physical and symbolic meaning of the home must
constantly be negotiated as both a site of care and of social and personal life.
The significance of home as a social space, for example, points to why healthcare
providers may encounter resistance from older people and their families in their
attempts to reorganise domestic settings to accommodate the healthcare needs of
the care-recipient and to satisfy health and safety requirements (Phillipson 2007).
Hence the desire to improvise or subvert the logics of care aids in order to retain a
sense of home produces an ambiguity of place for both carer and care-recipient —
one that brings home and care into tension as the aesthetics of health care systems
jostle against the aesthetics of home.

Home, care and bodywork

Central to care in the home is its equation with socially intimate and affective
relationships as a prerequisite for individually tailored care. Bodywork challenges
this. As Exley and Allen (2007) point out, one of the fundamental difficulties with
contemporary conceptualisations of home and care in western society is their failure
to recognise that historically, not only did a whole range of bodily and biological
processes become increasingly individualised and privatised, but community
knowledge about bodily care was also increasingly appropriated by professional
carers. Trained nursing and medical care gradually replaced local knowledge and
performance of care and healing. In the process, bodily care became increasingly
invisible. This has been compounded by the fact that care professionals tend not
to highlight this aspect of their work, focusing rather on their technical expertise
and skills. So while the provision of intimate bodily care from a familial adult
to a child is still deemed as acceptable, it is no longer the norm in close adult
relationships.

Yet as ageing in place shifts care and support back toward the home, informal
carers are once again taking on many of the routinised tasks of caring for the
ageing body. This includes much of the intimate and personal bodywork involved
in care, such as washing and bathing, dressing, toileting and feeding the care-
recipient. Helping an older relative to perform normally personal and private
acts such as bathing and toileting, for example, gives rise to transgressions of
contemporary social taboos around care in western society — particularly cross-sex
care. Not only can such activities create substantial work for the informal carer,
but performing these aspects of intimate care can involve considerable physical
and emotional distress for both carer and care-recipient (Wiles 2003). Whilst the
transgression of these social taboos may be less acute in spousal care-giving it
can be particularly difficult where an adult child is providing personal care for
a frail older parent of the opposite sex. Policies designed around ageing in place
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thus need to recognise that relationships associated with home can be altered and
challenged by the process of caring. As Lawton (2000) and others point out, this
can severely compromise intimate relationships and can be particularly difficult
where the informal carer retains a distinct memory of how the care-recipient was
before his or her bodily decline. For informal carers — particularly spousal carers
— this can lead to an acute sense of loss well before transition to institutional care
or death occurs.

Given the social taboos that now mark the social boundaries of bodywork
in western society, the more detached stance of the professional carer may be
important in helping to make it more manageable (Lawler 1991). Hence the
management of the care-recipient’s body — and who undertakes that management
— is critical to the construction of home as a caring space. It is a body that is subject
not only to management by informal carers, but one that has also been assessed by
formal care services in relation to the quantity and nature of care it should receive
against some institutionally defined norm that will shift and change with prevailing
policy. Yet as Dyck et al. (2005) point out, it is important that this assessment of
care is not interpreted solely in terms of meeting the medically defined needs of
the corporeal body; if ‘social death’ (Lawton 1998) is to be avoided the home also
needs to understood as a place where valued aspects of the social body can also
be nurtured and preserved. In other words, the social and emotional needs of the
ageing body also need to be recognised and met. This requires the giving of socially
sensitive care in a way that not only enables the care-recipient to construct and
maintain amenable personal relationships within negotiated boundaries, but which
recognises that care within the home goes beyond just meeting the physical needs
of the body. Percival (2002) for example, points to the way in which designers of
specialist housing for older people often assume the ageing body is relatively static
and hence requires only limited space. Indeed, one older person in his UK study
noted: ‘So far as they’re [housing provider] concerned, you don’t need a lot of
space. You are disabled so you should sit in the chair and that’s it. You won’t need
space for moving around’ (Percival 2002, 740). Such a perception, he maintains,
can impact on an older person’s ability to socialise or invite people for a meal as
such places are generally too small to accommodate a table and allow circulation
space for those who may require the use of a zimmer frame or wheelchair.

Hence, it is only through recognising the home and body as interrelated sites
and scales of analysis, that are both fluid and constantly in process, that we can gain
real insight into the complex structuring of the relations that shape experiences of
care (Dyck et al. 2005).

The home/care dichotomy

Whilst the (re)domestication of care serves a range of political and professional
agendas, it is also based on an idealised version of care in the family. As such
it runs the risk of over-romanticising notions of care that privilege the home
(Rowles 1993; Exley and Allen 2007). Not only is there is a danger of placing too
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much emphasis on familiarity and emotional attachment to place as a component
of residential preference, but it is important to recognise that not all older people
are attached to their home or community in the way that policy assumes. The
discourse of ageing in place, for example, is underpinned by assumptions that
the home is a place that enables self-expression and identity — a social space
where individuals can be relaxed and at ease; where privacy can be maintained
and where choice and autonomy can be augmented — ultimately, a place where an
individual’s needs can be best met. It privileges the value of caring relationships
without acknowledging the interaction of pre-existing social relationships with
the actual work of caring. Thus, it is also based on the assumption that the home
is synonymous with loving relationships — in other words it assumes that caring
about is the foundation for caring for. The home is thus privileged over the
institution as the preferred site of care, with the latter often being characterised
as a place where both the needs of the institution itself, and of group living, put
a strain on caring ideals.

We should not forget that for some, the meaning of home represents a site of
fear, physical and mental abuse, neglect and/or violence (Warrington 2001; Meth
2003; Blunt and Varley 2004). Inevitably the private nature of the home — and by
extension policies designed to facilitate ageing in place — is likely to impede the
detection of abuse. Indeed, a recent review of studies looking at elder abuse across
a range of mainly, but not exclusively, western countries found that around one in
four vulnerable older people who are dependent on care and support from informal
carers are at risk of psychological abuse, with a further 5-6 percent subject to
physical abuse and neglect (Cooper et al. 2008, 158). Further, in a recent study of
370 older women in the UK, Bonomi et al. (2007, 35) found some 3.5 percent of
these women had been physically or sexually abused by their own spouses. Yet it
is important to note that abuse is not restricted to family carers, indeed Bonomi et
al. went on to note that one in six professional carers commit psychological abuse
with one in ten committing physical abuse. For a small but important minority of
older people then, the promotion of policies designed to support ageing in place
will not equate to ‘good care’.

Idealised assumptions about the home/care relationship can also mask its
inherent tensions (Exley and Allen 2007). It can bring with it contradictions and
strains that are often unacknowledged and which create challenges not only for
older people, but also those providing their care and support. As already suggested,
tensions exist between home as habitat and a site of social and emotional
expression, and home as a place within which the mechanics of care work, and the
regulation attached to its performance (particularly formal care) are enacted. The
home/workplace dichotomy is, perhaps, exemplified by recent smoking legislation
in the UK that prohibits smoking in the workplace. Care providers are now in
the position of having to request that care-recipients refrain from smoking in the
private space of their own home during periods in which formal care work is taking
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place.! How enforceable this legislation is within the private space of the home has
yet to be determined, but clearly any suggestion that non-compliance could result
in service withdrawal will be of significant concern to both informal carers and
care-recipients. It would however be exceedingly difficult to apply and monitor
such legislation in relation to the performance of informal care — particularly co-
resident care. Yet whilst formal care work is subject to health and safety regulation,
no such regulation applies to the work performed by informal carers. So whilst
ageing in place is contributing to an increased porosity of the boundaries between
home and work in the field of care, it also highlights the inequities that exist in
the conditions of formal and informal care work within the home. Any attempt to
construct informal carers within a co-worker model of care is thus riddled with
contradictions.

In addition to the tensions between home and work, it is also import to critically
evaluate how older people, themselves, perceive the relationship between home
and the place of care. As Rowles (1993) and others have pointed out, many older
people assess the benefits of ageing in place in an entirely pragmatic way. That is,
their key concerns are focused around issues of cost, comfort and convenience and
as such have little to do with any sense of physical, social, or emotional attachment
to place. Rather, for an older person, the ability to remain in the domestic home,
located in a community that he or she is both knowledgeable about and integrated
into, is meaningful because it enables them to call on local networks of care and
support for practical assistance from friends and neighbours rather than having
to rely on formal care options. It is also worth pointing out that while there is
substantial evidence to suggest obligatory relocation can have adverse health
consequences, (e.g. Ferraro 1983; Pruchno and Rose 2000; Keister 2006) the
negative consequences of relocation will not be the same for all older people.
Where home represents a site of loneliness, fear and abuse, the experience of
relocation may well be manifest in improved well-being.

One final dichotomy around home and care focuses around the family and
how to balance the right of the older person to age in place versus the cost to the
informal carer. Whilst legislation in the UK now acknowledges the rights of carers,
as Tinker (1999) points out, this is not just a legal matter. For example, whose
rights and desires should prevail when an older person wants to remain at home
but the informal carer is concerned about risk and danger, or the family feel that
they cannot provide an adequate level of care? These are ethical dilemmas that, in
the UK at least, have yet to be fully tackled by policy makers, though new forms of
[technologised] care may go some way towards redressing this dilemma.

1 Whilst clearly it would be far better not to smoke at all, the reality is that (at least
amongst current generations) many older people still do —and see little benefit in attempting
to stop ‘at their age’.
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Concluding Comments

This chapter has been concerned with the [re]location of care to the home. Firstly, it
has sought to contextualise the current emphasis on ageing in place within a shifting
ideological and policy context around care for frail older people and informal
carers in the UK. This set the scene for a more critical discussion about home as
a site of care for older people. Whilst the meaning attached to home is viewed as
facilitating older peoples’ ability to successfully age in place, the delivery of care
within the home also draws into tension the home/work dichotomy. The increasing
porosity between formal and informal care work, between public and private space
and importation of the clinical artefacts of care within the home all challenge
the meaning of home. This then, raises questions about institutionalisation of the
home and the extent to which ageing in place is shifting the meaning of home such
that it comes to represent just another part of the extitution.



Chapter 6
The Impact of New Care Technologies
on Home and Care

New and emerging care technologies are one of the visible, material signs of attempts
to solve a range of health related problems in advanced capitalist economies. Given
the current and projected growth of those in the older age groups and policies
designed to support ‘ageing in place’, many of these technologies are targeted at
buttressing the care needs (or perceived needs) of older people requiring support
within the home (Barlow et al. 2005). Governments across a range of advanced
capitalist countries — including North America, Europe, New Zealand and Australia
have indicated that increased use of technology is a key plank in their strategies
for addressing the care needs of the growing numbers of older people (Department
of Health, UK 2008a; Hogenbirk et al. 2005; Ministry of Health, New Zealand
2008; Mort et al. 2008). Support for this strategy in the UK is evident in the
Government’s announcement of an investment of some £80 million through a two
year ring-fenced Preventative Technology Grant (initially from April 2007-March
2009, then extended until 2010) designed to initiate changes in the design and
delivery of housing, health and social care. While these care technologies have the
potential to enhance and maintain the well-being and independence of a wide range
of individuals who would otherwise be unable to live independently in the home,
they are also seen as part of a strategy to reduce the number of older people entering
residential care and hospitals (Bayer et al. 2007). Indeed, the UK Government
specifically stated its belief that the Preventative Technology Grant could reduce
these numbers by some 160,000 older people (Department of Health 2008a).

This ‘technological fix’ opens up some exciting possibilities for enhancing
people’s ability to age in place, but it also raises some important questions. How,
for example, do older people experience these technologies, and how might they
be reshaping the nature of care performed? Whose needs are being met and who
benefits from the development and implementation of new care technologies?
Importantly for this book, to what extent are these care technologies effecting a
reshaping of the landscape of care? These questions underpin the discussion in
this chapter. Organised around four main themes, it firstly considers how new care
technologies are changing care interactions and how older people requiring care
and support are experiencing these changes; secondly, in the drive to implement
these technologies, the chapter considers whose needs are being met and hence,
who the main beneficiaries are; thirdly, it considers how these technologies are
impacting on the nature and form of care work; finally, it considers how new
care technologies may be reshaping the spaces in which care takes place. Before



78 There s No Place Like Home: Place and Care in an Ageing Society

discussing these themes, however, the chapter gives a brief overview of the sorts
of care technologies to which it refers.

New Care Technologies — An Overview

Care technologies include a broad spectrum of care ‘support’ encompassing devices
and systems that either enable individuals to perform tasks they would otherwise
be unable to do, or increase the ease and safety with which these tasks can be
performed (Cowan and Turner-Smith 1999). These technologies can be (and often
are) used within domiciliary-based e-health — including telehomecare and smart
homes. The latter encapsulate non-obtrusive disease prevention and monitoring
within domestic space, whilst the former describes how technology can improve
existing home-care services (Demiris et al. 2004). Tinker et al. (2004) further
distinguish between what they refer to as portable assistive technologies, (such
as alarms, monitors, motion detectors etc.) and fixed assistive technologies that
may require housing adaptation (such as lifts, ramps etc.). Technologies designed
specifically for domestic space are frequently referred to as domotics.

Whilst acknowledging that a wide spectrum of care technologies exists —
including assistive devices such as hoists, canes and rails that been commonly
available for many years, this chapter focuses on newer and emerging care
technologies such as those being designed and developed by large international
companies that specialise in the development of information and communication
technologies (ICTs). These range from:

» environmental control solutions (such as wireless control for electronic
equipment in the home including television and video equipment, hands-
free telephones, lighting and door systems that can be linked to telecare
solutions);

» remote telecare and diagnostic systems (for example, through internet and
webcam technology);

» clectronic pill dispensers (designed to dispense tablets at pre-set times and
setting off an alert call if not taken);

* wearable or ‘smart home’ devices designed to monitor and gather continuous
data — for example, motion detectors (to monitor inactivity, falls, frequent
use of household appliances and facilities such as fridges, food cupboards,
toilets etc.) and intruder alarms;

» ‘smart clothing and fabrics’ with inbuilt sensors that can monitor an
individual’s health status such as heart rate, abnormal heart activity, pulse,
temperature etc.;

» electronic monitoring and tagging devices designed to identify patterns of
movement and location; and

» robotic pets designed to address social isolation and to address some of the
emotional needs of older people.
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As evident from the above, companies are actively designing a whole range of
hi-tech solutions to both monitor the physical health and activity patterns of
(primarily) older people and to support their physical and emotional ability to age
in place.

New developments in wireless networks and mobile phones are further
facilitating the development of these new care technologies through the creation
of a consumer platform for them. The growing familiarity of these consumer
technologies make it easier for a new generation of older people and their families
to adapt to them. The growth of wireless networks, in particular, not only offers
the potential for replacing existing wired home technology, but they are also more
flexible to install, less costly and cheaper to maintain (Tinker et al. 2004). Hence,
they are an increasingly attractive proposition for care providers.

New Care Technologies and the Changing Nature of Care Interactions

While new care technologies have much to offer, we cannot accept their
development and implementation uncritically. To begin to understand what impact
the widespread adoption of these technologies is likely to have on the landscape
of care, it is important to consider how they impact on the end user. There is little
doubt that at their best, hi-tech solutions can offer older people a level of control
and independence in their lives that they may not otherwise have enjoyed. Older
users of new care technologies, for example, have pointed out that even being
enabled to undertake simple tasks such as switching on a light, opening the door or
closing the curtains without having to rely on a carer both increases their sense of
independence and inclusion (Mort et al. 2008). Work by Essén (2008) suggests that
some forms of non-intrusive monitoring can also increase older people’s sense of
safety and security in the home. New care technologies have the ability to monitor
for falls, movement, eating patterns, irregular heart activity and so forth, to ensure
that lone dwellers or older households in which both partners experience frailty, can
maintain as healthy and independent a lifestyle as possible, enhancing their ability
to remain in their own homes for longer. Proponents of new care technologies
thus make significant claims about their ability to increase independence through
decreasing reliance on formal and informal care (see for example, Gustke et al.
2000; Demeris et al. 2001; Hogenbirk et al. 2005; Essén 2008). Proponents have
also argued that their ability to monitor the older person can act to reduce stress
and anxiety amongst informal carers. Others, however, argue that they simply
create new or different forms of dependence, as the knowledge that the individual
is being checked and monitored — albeit remotely — means that older people using
these technologies are simply shifting their dependence from physically present
human care to remote care systems (Mort et al. 2008).

So while new care technologies may enhance an older persons’ ability to
‘age in place’ this needs to be balanced against the cost of increased dependence
on new forms of care; whether the benefits of this new dependence outweigh
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dependence on human caregivers; and whether this is a desirable outcome. Indeed,
as the following excerpt from a group discussion with older users of new care
technologies in the UK reveals, there are some aspects of care that technology can
never replace:

MN: Technology can never replace human contact and carers. Carers come to
‘Freda’ and I think apart from the practical things that they do for her,
I hear laughter going on all the time in the social interaction. And the
laughter — that’s so important and cannot be replaced by technology.

JF:  Technology has never replaced a light bulb! There are things that just need
doing on a regular basis.

FN: They can’t give you a bath can they?

MN: Yes, it has its part to play but it’s not a substitute.
(Milligan et al., forthcoming, authors’ emphasis)

Concern has also been voiced that these new forms of care could result in a
decrease in social contact. Whilst informal and formal carers will still be required
to aid personal care such as dressing, bathing and toileting, new care technologies
enable remote diagnosis and remote monitoring — reducing the need for face-to-
face care by nurses and clinicians. Remote monitoring of an older person’s activity
patterns though internet technology (e.g. the ‘Just Checking’ system — www.
justchecking.co.uk etc.) can also alleviate informal care-givers’ concerns about
their older relative. Whilst this is clearly beneficial to the informal carer, it also
opens up the potential for reducing the extent of face-to-face contact between an
informal carer and care-recipients. Concerns have thus been voiced that whilst
new care technologies may help to alleviate stress amongst informal carers, they
may also contribute to an increase in social isolation and depression amongst older
people receiving care and support at home. So on the one hand, these technologies
can be seen as having a role to play in enhancing the ability of older people to
manage their lives within their own homes, but on the other, they hold the potential
to exacerbate exclusion and isolation.

This raises the issue of whether —and what forms — of care technologies are seen
as acceptable by older people. For many, these technologies appear to fall largely
into two groups — those designed to enhance an older person’s ability to manage
their own daily lives (facilitative new care technologies) and those designed to
monitor health and activity (surveilling new care technologies). As this excerpt
from a group discussion with older users of care technologies illustrates, sensors,
webcams, smart clothing and so forth that monitor and gather data on health,
eating, levels of activity and so forth, that is then remotely collated and analysed,
can raise significant concern.



CW:

HEF:

The Impact of New Care Technologies on Home and Care

‘What about the sensors for when you get up and down and go in and out?
I wouldn’t like it if someone came in and put in this, that and the other — I
would feel a bit like ‘big brother’ was watching — like it’s an invasion of

your territory.

... there are ways that this technology could be quite ‘big brother-ish’.

: At all costs that should be avoided. If we can have systems that are private

to us should we choose to use them — this other point is very valid — I
wouldn’t like it if somebody came and put that in — I would feel like big
brother was watching — like an invasion of your territory.
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(Milligan et al., forthcoming)

This can be particularly disturbing for older people with dementia. This was
highlighted by one individual working for major Dutch company producing new

care technologies. Commenting on one pilot for dementia suffers he remarked:

After six months, they switched almost everything off, because a lot of people

were very afraid of a voice coming out of the wall, and a camera that’s continually

following you ... So the people were continuously very disturbed by all the
technology that they saw (Mort et al. 2008, p.68).

Resistance and subversion

Older people requiring care and support can often feel a clear lack of control over
their own lives — a feeling that can be exacerbated by surveilling technologies
and reliance on remote care technologies over personal attendance. Interestingly
a number of studies have revealed how some older people seek to demonstrate
agency and regain control by actively resisting these kinds of technologies. As
participants in a study by Milligan et al. (forthcoming) noted:

JF:

KW:

Just before I retired, I was a nurse, and tablet dispensers were the ones that
bothered me, because I know that when I was going in to elderly patients’
homes to remind them to take medication that there was a lot of joking
around this, and I had to cajole them into taking it, ‘now come on, you’ll
get me the sack if you don’t take it” and all those kind of interactive things
that no machine could possibly do.

Some papers describe how people open and shut them to make it seem that
they have taken them.

That in itself is an assertion of your independence — to say I’m going to
shut it.



82 There s No Place Like Home: Place and Care in an Ageing Society

Research has also drawn attention to the way in which older people purposefully
seek to ‘subvert the system’ through varying their routines or adapting the use
of the technology to see what will happen (see for example, Tinker et al. 2003;
Lundell and Morris 2004; Wu and Miller 2005). Wu and Miller (2005) note, for
example, how some older people resist or ‘mis-use’ care technologies by developing
alternate uses for them — such as playing games or using telecare systems in
inventive and even disruptive ways. Significantly, monitoring technologies are
often ‘mis-used’ to trigger the very social responses they are designed to reduce.
While the adaptation of the technology often continues to provide the cognitive or
monitoring activities the technology was actually designed for (albeit in different
ways), such actions demonstrate how older people have found ways to adapt the
technologies offered to them in ways that better meet their needs (Mort et al.
2008). This not only highlights the importance of understanding the environment
within which new care technologies are to be located, but also that there is a clear
requirement to ensure that the social and affective needs of older people do not
become subsumed by their medical needs. Indeed, researchers have pointed to
the importance of ensuring developments in new care technologies take seriously
older people’s ongoing and ever-changing need for meaningful human interactions.
Work by Morris et al. (2003) for example, illustrated how older people with
varying states of cognitive decline feel very strongly about loneliness and the need
to maintain social ties. Meeting these social needs, they argue, is central to older
people’s health status. Interestingly, some care technology designers have begun
to take the importance of addressing these issues on board (Morris et al. 2004; Pols
and Moser 2009). These technologies help older people to monitor and broaden
their social interactions, or express affection — for example, through stroking or
interacting with a robotic pet. Significant claims are being made for the beneficial
therapeutic effect of these new forms of care technologies (see http://news.bbc.
co.uk/1/hi/technology/6202765.stm). Indeed, Pols and Moser (2009) go so far as
to suggest that such developments have the potential to blur the divide between
what has traditionally been seem as ‘warm’ (human-centred) care and ‘cold’ (non-
human centred) care technologies.

Surveillance, privacy and new care technologies

As indicated, many new care technologies involve understanding older people’s
everyday routines and use alarms to monitor any deviation from this routine.
Information about these daily routines is collected, aggregated and stored in
databases. This raises important ethical and legal questions about consent and data
ownership. For example, these data could be of great value to those involved in
the design and marketing of new care technologies. Hence, collecting, interpreting
and acting upon such data raises critical design issues linked to reliability,
responsibility and informed consent (see Blythe et al. 2005). Important questions
thus need to be asked about who has access to this remotely gathered data and
the ethical implications of this (for example, around privacy and consent). But
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privacy is more than a concern about third-party access to electronic medical
information; as Miller (2001) points out, it also includes psychological privacy
(the revealing of intimate attitudes, beliefs and feelings), social privacy (the ability
to control social contacts) and physical privacy (the ability to control physical
accessibility). The nature of the two-way, interactive video telecare interaction, he
suggests, is very different from the conventional, face-to-face encounter. Unlike
face-to-face encounters, for example, video-consultations often involve more than
one health professional; hence patients may feel more inhibited by the clinical
encounter and more susceptible to privacy violations. Moreover, unlike face-to-
face consultations, video-consultations can easily be recorded, and while this may
allow for a more complete medical record, as Miller points out, it also increases
the potential risks associated with third-party access, resulting in patients may be
more anxious about their privacy.

This is particularly important in relation to communication and the exchange
of information about the care-recipient among health and social care providers and
informal carers. As Tracy et al.’s (2004) work on care-giving to people with early
stage dementia in Canada noted, professionals valued disclosure of information
to both colleagues and informal carers (justified as being ‘in the patients’ best
interests’). Those with early-stage dementia, however, whilst accepting the need
for disclosure amongst healthcare professionals, wanted the ability to exert
strong control over disclosure to informal carers and other family members.
Unsurprisingly, informal carers valued the opportunity to be kept informed of
the care-recipient’s condition, even if this came without the latter’s consent.
Yet as Morris’s (2005) work with informal carers who had access to graphic
representations of their ageing parents’ behaviour patterns and social interactions
revealed, this is not without its problems. Such access can impact not only on
informal carers’ relationships with their parents (who may feel aggrieved at having
their privacy invaded by their own adult child) but also with the informal carer’s
siblings, where a sense of ‘rivalry” about who is or is not participating in the care
of the elderly parent may emerge. New care technologies, then, hold the potential
to intervene in relationships previously thought to be private. Magnusson and
Hanson (2003) maintain that this breaching of privacy represents a potentially
‘unjustified paternalism’ — one that needs to be treated with caution. Hence, new
care technologies not only raise important questions about possible unequal or
problematic caring roles but they also raise ethical questions about everyday
interactions, privacy and consent between carer and care-recipient.

Critics, however, maintain that such interpretations of the impact of new care
technologies have been overly concerned with threats to privacy and liberties.
Indeed, they go so far as to argue that this is as a one-sided dystopic view that
is both superficial and analytically unfounded (Lianos 2003; Blythe 2005; Essén
2008). Essén (2008), for example, points out that surveillance and control are
integral parts of care and as such, they are both conceptually and empirically
difficult to separate out. Furthermore, she maintains that the issue of whether or
not surveillance and monitoring should be viewed as ‘bad’ is contingent on both
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the user-context and the agency of the surveilled subject. In direct contradiction
to the comments raised by older users of new care technologies in this chapter,
Blythe et al. (2005) assert that care technologies that monitor daily routines and
habits have the potential to not only track changes in behaviour patterns over a
period of time (e.g. changes in sleeping, eating or other activity patterns) but may
be more acceptable to an older person as they are less obtrusive than, for example,
other care technologies such as the wearing of a falls detector. Lyon (2006 2007)
further argues that such technologies can, in fact, be enabling in that they are
less intrusive than the alternative option of residential care. These are of course,
important points — ones that should not be overlooked in the debate about the
widening use of new care technologies in the care of older people. Yet in their
attempt to redress the balance such critiques run the risk of over-compensation
through minimising or over-simplifying complex considerations.

Disentangling care, monitoring and surveillance — whether at the human or
technological interface — is of course extremely difficult and it is hard to imagine
how we can give care without watching over those we care for. But we should
not fall into the trap of assuming that the human act of watching over those we
care for is always a benign process. Shifting power relationships are an inevitable
part of the act of care-giving (Milligan 2003). This is not to infer that the power
relationship is — or indeed should be — a one-way flow, yet as Twigg (2001),
Milligan (2003) and others point out, as an older person becomes increasingly
frail and reliant on human care, it can become increasingly difficult for that person
to exert power, and therefore agency. Nevertheless, any discussion about the
development and implementation of new care technologies needs to engage with
the views of a wide range of end-users of these technologies — particularly in
relation to what they consider to be empowering and disempowering technologies.
Further, these discussions should not be set against fears that residential care is the
only alternative option, rather they need to be framed within debate about what
constitutes good care for older people and how new care technology can contribute
toward the construction of a more enabling society for both older people and their
informal carers. That is to say that we should not think of care technologies as
being somehow either all ‘good’ or all ‘bad’, rather we need to embrace their
potential whilst at the same time recognising their limitations and the impact they
will have on care interactions.

For older people, new care technologies that are designed to enable them to
make personal choices, to undertake more of the everyday tasks of daily living or
which enhance their sense of security within their own homes are seen as far more
acceptable than those which remotely monitor their health and activity patterns.
But as Essén (2008) rightly points out, this needs to be interpreted within the
individual user-context. Nevertheless, it seems clear that new care technologies
need to be considered as an aid — not a solution — to any growth in the demand
for care. This becomes increasingly relevant when we also take into account
the additional — and perhaps less overtly recognised — role that both formal and
informal carers play in the home. That is, that the physical presence of a carer
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within the domestic setting enables them to monitor the cleanliness of the house,
the need for repairs, the state of the garden, the amount of food in cupboards and
fridges etc. — aspects of the older person’s ability to deal with the general upkeep
of the home and the management of their everyday lives that cannot be picked up
by remote monitoring. As one older user of these technologies in the UK put it,
‘what about “one picture’s worth a thousand words”? If they just look at you they
can tell very often, far better than talking to you’ [on the telephone] (Roberts and
Mort 2009).

Access

Whilst there is a growing familiarity with the sorts of platforms that support at
least some of these new care technologies, there are significant disparities in their
availability, accessibility and affordability within and across different countries.
Cabrera and Rodriguez (2005) for example, point to the greater prevalence of
new care technology usage in Scandinavian countries in comparison to Southern
Europe. Others point out that where healthcare systems are private or insurance
based, access to these technologies will largely be limited to the more affluent
members of those societies. Given that older people tend to have substantially
lower incomes than younger age cohorts within similar socio-economic groups,
access is likely to be disproportionately biased. Where state welfare systems
exist, access to new care technologies is likely to be more evenly distributed, but
the forms of technologies on offer may be limited. The implementation of new
care technologies following costly, but successful, ‘all singing all dancing’ pilots
programmes, for example, are often based on cheaper, stripped back version of the
system piloted (Mort et al. 2008).

Accessibility is more than a question of differential access across geographical
space. For current cohorts of older people, at least, it also revolves around the
challenges of dealing with a technology that has become available relatively late
in life. Wu and Miller (2005), for example, point out that older people can face
particular difficulties with interactive devices such as touch screens, computer and
telephone interfaces that are typically installed in smart home technology as a
consequence of both physical and psychological barriers. Chronic conditions of
older age, such as dementias, stroke and arthritis also present particular challenges
(see Alm et al. 2004). As Torrington (2009) points out, this requires careful design
that involves the early engagement of older users if they are to be both accessible
and successful in terms of meeting the needs of older people located in different
places. Despite this, a number of studies have indicated that where the technology
is available and seen as useful to their everyday lives, older people are able to
successfully adapt to it with appropriate training (Demiris et al. 2004; Magnusson
et al. 2004).
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New Technologies and the Changing Nature of Care and Care Work

The implementation of new care technologies has implications not just for older
people requiring care and support, but also for those involved in the delivery of
that care. Many of these technologies, particularly tele-clinics and call-centres, not
only change the patterns of care, but they bring new sets of actors with new sets of
skills into the care network. Nursing and medical staff using webcam technology,
for example, are required to learn new diagnostic skills that operate in isolation
from any visual, tactile or olefactory cues they may normally employ. Call centre
operators require listening and decision-making skills that are removed from any
visual cues a face-to-face care worker can normally employ to support their care
work. Telecare installers and technicians require social and explanatory skills in
order to assess the needs and difficulties an older person may have — either in
understanding how these care technologies work or in assessing why a technology
may be failing and what might be required to meet the changing care needs of the
older person. Informal carers may also be required to learn to use and interpret
remote web-based and mobile technologies.

Commentators thus point to a shift in work activities that operates in adownward
cascade from hospital-based clinicians to general practitioners (Brown 2003) from
doctors to nurses (Merresman et al. 2003; Martin and Coyle 2006; Engstrom et al.
2005); from nurses to call centre staff (Soopramanien et al. 2005); from clinicians
and nurses to patients and informal care-givers (Oudshoorn 2006). These changing
patterns of care work bring with them new care responsibilities: nursing and other
clinical staff, for example, may have to make remote medical assessments via
videoconferencing (Laflamme et al. 2005; Mahoney et al. 2001); remotely located
call centre staff are now charged with making decisions about the appropriate
response to automated calls (Lopez and Domenech 2006); technologists responsible
for the installation and maintenance of new care technologies can also be charged
with making decisions about what technologies should be installed (pers. comm.
2008); informal carers are charged with monitoring their older relatives behaviours
patterns and respond to automated calls (Tracy et al. 2004); older people are required
to make decisions about when to take medical measurements in the home with the
data being remotely transferred to distant care settings (Oudshoorn 2006).

These changes act to release some groups from some aspects of care work,
whilst allocating new activities to others. This redistribution of care work may or
may not be burdensome, but it does have implications for the gendered nature of
care. As the division of labour in the health field is still notably gendered (with
women typically clustered at the lower ends of labour hierarchies), these cascades
have the potential to further reinforce the gendered nature of care. As Chapter 3 has
already demonstrated, care for older adults is still primarily a female responsibility;
gender inequality and the gendered nature of the labour market in employment
policies is likely to compound this situation (Rubery et al. 1999; Jonsson 2003).
Hence, new care technologies are likely to both depend on, and reinforce, existing
gender relations within the reconfigured landscape of care.
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A New Technological Topology of Care?

Policies focused around ‘ageing in place’, together with the growing sophistication
and implementation of new care technologies as part of — or even a replacement for
— existing packages of support for older people living at home require us to think
about how these technologies may be contributing to a shifting landscape of care.
Here, two strands of thought are of relevance: firstly, the extent to which these
technologies may be contributing not only to a reshaping of the domestic home,
but also how older people identify with the reconfigured home; and secondly, the
extent to which new care technologies may be creating a spatial re-ordering of care
work and care practices.

New care technologies and the reshaping of the home

As Blunt (2005) and others have noted, the home is both a material and affective
space — the meaning and experience of which is both shaped and reshaped by
everyday practices, social relations, memories and emotions. At its best, it is seen
to offer security, familiarity and nurture (Tuan 2004). The drive toward ageing
in place is thus underpinned not only by perceptions that the home is where
older people are likely to feel most independent and in control, but also on the
premise that the home contributes to a person’s sense of security and identity. In
acknowledging that the home often (but not always) represents a form of sanctuary
for older people requiring care, Friedewald and Da Costa (2003, 28) point out
that in integrating new care technologies into the home it is important that the
technologies do not dominate the overall function and experience of the home.
Rather they should seek to ‘enhance the quality of life of residents, not only by
facilitating their daily activities, but also supporting their socialisation’. In other
words, the physical manifestation of new care technology devices should aim to
be as unobtrusive as possible and be designed to meet both the social and medical
needs of the care-recipient. This is important, as researchers have drawn attention
to the ways in which the implementation of care policies and practices designed to
support ageing in place can also create changes in the meaning of home and how
people identify with home (Milligan 2000 2003; Twigg 2000).

Yetolderpeople canalso view what mightbe considered ‘everyday’technologies
such as televisions and computers as intruding on the way in which they identify
with home. Dickinson et al. (2003) for example, point to instances in which older
people have sought to cover televisions and computers with cloths when not in use
in an attempt to reconstruct the physical appearance of these technologies in a way
that blends with their perception of home. This may also infer that, for these older
people, technology is not part of their everyday life. One respondent in Dickinson
et al.’s study, for example, noted her difficulty in ‘getting down to the controls’ on
the video recorder but was dismissive of the remote control, whilst another had
arranged a number of remote controls in a ‘hub’ around her armchair. Photographs
and memorabilia of key events tended to be displayed in areas of the house where
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visitors would circulate. Many participants were prescribed daily medication and
struggled to remember to take it. Some developed coping strategies such as leaving
the medication in a single location, placing calendars, notes and prompts in strategic
locations. Such observations suggest that older people’s requirements are not just
surface needs linked to safety and security, remembering to take medication or to
eat lunch etc., rather such needs, and how they are felt, are embedded in a lifelong
sense of individual and social identity.

Earlier sections of this chapter have illustrated how new care technologies that
facilitate an older person’s ability to manage everyday tasks are seen as welcome
and enabling devices. Environmental control systems based around a central hub
and which enable a person’s ability to answer the door, open and close curtains,
switch on lights, or entertainment systems etc. are both relatively unobtrusive
and enabling to older people. Monitoring and surveillance systems are viewed as
enabling to informal and formal care-givers, and whilst relatively unobtrusive in a
physical sense (consisting largely of motion monitors and so forth) they are clearly
deemed to be more affectively intrusive to those requiring care and support. For
some this has resulted in behavioural change within the home as older people
seek to ‘test” or challenge the system. As also suggested above, responses to the
intrusiveness or otherwise of monitoring technologies is highly individualised and
contextually dependent.

For older people and their informal carers, the affective experience of home
can be as important as the physical structure (Milligan 2005). Enabling older
people to respond to the use of new care technologies in the home thus requires
policy makers to recognise that design needs to take into account the ways that
technologies may shape the physical and affective aspects of the home. Heywood
(2004) cites a range of literature which points to the detrimental impact upon
health when professionals involved in the delivery of adaptations fail to consider
psychological factors and the meaning of home to recipients. As Heywood (2004)
notes, when unwelcome adaptations are installed in the home, recipients can feel
helpless and disempowered. How new care technologies act to reshape the home
and people’s experiences of being ‘at home’ is thus critical to development of
‘good care’. Friedewald and Da Costa (2003, 18) further caution against the over-
usage of new care technologies within the home, maintaining that, ‘If initiative
or physical movement is no longer needed, the “passivating” implications for the
elderly, especially, might prove deteriorating to one’s physical and mental health.’
The challenge, they argue is to produce high quality care technologies that also
provide for safety, stimulation and socialisation. Critiques of new care technologies
rightly point out that the home is more that an array of technological tools — the
function of which is to help older people requiring care and support to survive in
their daily lives, rather, ‘Home is for humans, whose quality of life is expected to
improve via technology and ambient intelligence. Home is an emotionally charged
and personally furnished cradle of living — physical space as much as a socio-
cultural context and a state of mind’ (Friedewald and Da Costa 2003, 19).
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Arguably, the concept of “home’ is becoming more broadly defined to include
appropriate access to services and neighbourhood facilities as well as good quality
secure accommodation. Barlow et al. (2005) suggest that this is beginning to
challenge notions of what type of home is appropriate for people’s varying needs.
Given that telecare is able to facilitate the delivery of care to widely dispersed
properties, the focus of care no longer has to be on single sites. At its best, then,
telecare has the potential to facilitate the delivery of more user-focused care to
people in their preferred environment.

It is of course important to reiterate that home does not represent ‘safety’ and
security for all older people, particularly in the light of elder abuse (Taylor et al.
2006; McGarry and Simpson 2008) nevertheless it is important to consider the
extent to which care technologies can change the experience of home, not only
for older people but for societies as a whole. The challenge, then, is to promote
cost effective, user friendly technology that responds to users’ needs and remains
sensitive to the socio-cultural context of “home’.

The spatial re-ordering of care practices

Given that new care technologies are socio-technical innovations designed to
address the care needs of older people within their own people’s homes, these
technologies open up the potential to reorder care practices and relationships. In
part, they represent technologies of deinstitutionalisation in that they both enhance
older people’s ability to age in place, and facilitate clinical and care encounters
away from traditional institutional settings. These encounters can occur in more
diffuse and disparate spaces including not just the domestic home or the clinical
setting, but also the call centre and even the internet café. Indeed, the advent of
wi-fi technology holds the potential for web-based monitoring of older people
requiring care to occur in almost any remote setting where a wi-fi connection can
be made. Commentators such as Domeénech and Tirado (1997), Domeénech et al.
(2006) and Lopez (2006) have argued however, that community health care and
call-centre based home care for older people are indicative of the extitution in that
they seek to control (rather than actively discipline) patients and users through
processes and programmes rather than buildings or enclosures (Mort et al. 2008).

Hence, in thinking about new care technologies, we have to recognise that
while much of their physical manifestation is, indeed, writ within the home, they
also brings into play new sites of care that can be remote from both the home
and the institution. Call centre, teleconference, telediagnosis and monitoring
stations, for example, all involve sites of care that are linked to, but remote from,
both the home and traditional institutional arrangements. In other words, they
are illustrative of extitutional arrangements in that they comprise both the virtual
and material arrangements of care and thus illustrate a clear end to the traditional
interior/exterior distinction identified by Vitores (2002). In other words there is no
one building that these new care technology services inhabit, rather they are part
of the network of care that is located in a series of places that are both dispersed
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across material and virtual space. Whilst remote monitoring, tele-diagnosis
and webcam technology, for example, facilitate the delivery of care within the
domestic space of the home, it does so from spaces that are distant and remote
from the care-recipient.

Concluding Comments

This chapter has sought to draw attention to the ways in which increased emphasis
on new care technologies is beginning to change the landscape of care away
from traditional institutional and community-based arrangements to extitutional
ones, in which new care providers in places remote from traditional care settings
are drawn into the care network. This, it is suggested, has implications for who
cares, the form of that care and the changing spaces in which it occurs. Whilst I
would maintain that the notion of the institutionalisation of the home still holds
validity — particularly for the most frail elderly — this has to be set within these
new arrangements for care that take us beyond both the home and the institution.
Within the home we are seeing an increased porosity of the boundaries between
public and private space and between home and work.

Finally, whilst it is clear that older people may welcome enabling technologies,
they can also hold significant reservations about those that can be seen as monitoring
or surveillance technologies. Informal and formal carers on the other hand may see
significant benefits in the use of monitoring and surveillance technologies. This
highlights the tensions that can exist between the needs of the care-recipient and
those of the carer — raising questions about who these technologies are, in reality,
designed to benefit. Critically, new care technologies need to be seen as an adjunct
to, not a substitute for, human-based care.



Chapter 7
Care and Community?

The domestic home does not exist in a vacuum but is always connected to other
places. Indeed, Moss (1997) maintained that the home represents both a fluid
and shifting space — one that extends beyond the physical boundaries of the
building itself to include community sites, spaces and amenities as well as friends,
neighbours, those working within the community and so forth. Its relative location
is, thus, important because it directly affects access to other locally-based people
and resources that can support both informal carers and care-recipients. Hence this
chapter draws on Moss’s extended notion of home to examine issues of community,
care and support outside of the domestic (familial) home. In part, this refers to
experiences of, and access to, such services as day hospitals and day care, lunch
and activity clubs and so forth, that are provided by a range of statutory, private, or
voluntary care providers. In part, it refers to the community itself. Community, here,
is understood as both as an enabling geographical neighbourhood and as the social
actors that makes up that neighbourhood. The underlying ethos of community care
policy, for example, assumes that the local community within which care takes
place will also act as a supportive ‘prop’ to its frail and ageing citizenry. Neo-
liberalising policies, in particular, have sought to address this through attempts
to reinvigorate active citizenship within local communities. Such policies, then,
presuppose that frail older people and their informal carers will be able to draw on
local social networks as a means of supplementing care and support.

How these places are experienced by frail older people and their informal
carers is thus important if we are to understand what facets of community-based
support facilitates or constrain people’s ability to age in place successfully. Yet
it is also essential to recognise that the familial home is not the only form of
residence for older people residing in the community. Different forms of supported
accommodation ranging from traditional Sheltered Housing to the newer ‘home for
life’ retirement village are indicative of the growing range of housing alternatives
designed to support ageing in place. The chapter thus discusses the implications
of new housing alternatives for the care and support of older people before finally
taking a critical approach to the issue of community itself and what we mean
by community in the twenty-first century. As suggested above, community care
policy and ageing in place is based on the assumption that ‘the community’ is
manifest through a fairly stable geographical locality around which services can be
planned and within which older people and their carers can benefit from informal
help and support. There is a growing literature, however, that suggests that the
essential basis of this assumption is flawed. The social and economic processes
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of globalisation, these literatures maintain, may be impacting on the relationship
between older people and the nature of care, community and place.

Community Spaces of Care?

Research has demonstrated that with increasing age and frailty, the spaces that
older people inhabit decline and tend to be increasingly focused around the home
(Rowles 1987; Day 2008). Whilst wider spaces of social inclusion such as parks,
shops, restaurants, cinemas, theatres etc. are of course important, frail older people
are likely to be particularly sensitive to their immediate physical surroundings. Any
environmental inequity in terms of accessibility to that environment, proximity
of services and amenities is thus likely to impact negatively on the ability of
these older people — and by extension their informal carers — to function in that
environment. Indeed, Day (2008) goes so far as to suggest that that the physical
neighbourhood holds the potential to affect the collective well-being of older
people, pointing out that, ‘surface materials, seat availability and design, steps and
access routes, lighting, street layout, and signage have all been noted as potentially
posing problems for older people’ (301).

In large part these issues are linked to social and physical access and mobility.
Day (2008), Wiles (2005) and others have pointed to the way that even relatively
simple things, such as the availability and positioning of key services, the presence
or absence of accessible toilet facilities and cafes in local settings and so forth,
can severely curtail the geographical reach of both the informal carer and care-
recipient. For informal carers, this can be exacerbated by the sheer effort involved
in assisting a frail older person (who may have limited mobility and flexibility) to
prepare for the outing and — if the destination is outwith walking distance — the
need to arrange suitable transport to that site.

Much of the focus of community-based support for older people, however, has
been concerned with spaces of care, respite and support. These include medical and
day-centres, day hospitals and support groups; targeted social spaces specific to
older people, such as lunch and activity clubs; as well as social spaces of personal
meaning such as the homes of family, friends and neighbours. By extension they
also serve as a milieu or background context for informal and formal carers and
others living and working there. But how, as well as where, community services are
provided is also critical. As Arksey and Glendinning (2005) have demonstrated,
inflexible services, unreliable and expensive transport arrangements, inadequate
levels of day care, and the lack of affordable and suitable after-school and holiday
care for children within the local environment make it difficult for informal carers
to combine paid work with informal care-giving. This means that informal carers
often find themselves forced to transfer to part-time hours or to not work at all.

Gibson et al.’s (2007) study of informal carers’ and care-recipients’ experiences
of community-based memory clinics in the UK has also drawn attention to
the importance of unpacking the ‘how and where’ questions in attempting to
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understand the acceptability or unacceptability of services to both service users
and carers. This, they maintain, is particularly true in the context of dementia,
where anxiety and confusion can be integral parts of a disease process that is
profoundly influenced by social and environmental processes. Drawing on their
own study they further highlight how informal carers felt that whilst the relocation
of memory clinics from institutional settings to the community was a welcome
development, by and large such clinics simply acted to replicate the medicalised
requirements of the old institutional clinic system, rather than operating to meet
their specific needs. In comparison to memory services received within the home,
travelling to the clinic was also viewed as problematic, particularly where people
had to rely on public transport or ambulances. Such experiences were seen to
heighten the perception that informal carers and care-recipients had to operate
within the confines of a system that was not designed to meet their specific physical
and psychological needs. In comparison, receiving treatment at home was seen to
provide the individual with a greater perception of control and empowerment over
their treatment — one that transcended the experience of community-based health
care services.

As noted in Chapter 5, however, there is significant geographical variation in
both the type and quality of services that are available — a factor that is manifest
not just across local authority jurisdictions, but 