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I received my review copy of this book on Sat-
urday, July 10, two days after the UK general elec-
tion. I did a preliminary read through over that
weekend while following the election coverage on
television and in the newspapers. As experts
sought to explain what was, for many, a surprise
result, discussions ranged over a number of
themes that are also addressed by Emily Abel’s
important and timely study. While several policy
areas, and different sections of the electorate,
were considered, few commentators missed the
opportunity to underline the anxiety that a specif-
ic Conservative Party manifesto commitment to
reform adult social care had caused older voters.
There was concern that the suggested changes in-
dicated that, in the future, central government
(dealing with major economic, political, social,
and demographic shifts) would be less willing and
able to meet all the needs of a growing number of
vulnerable individuals, including those living
with a terminal illness, leaving them ever more
dependent on their own resources. This was a
bleak conclusion for those already weary of aus-
terity measures and concerned about protection
of key public services. Clearly, many people either
experiencing or contemplating end of life issues
were frightened.

Dying has become a very sensitive political is-
sue, and people in twenty-first century Britain as

well as America seem increasingly keen to share
their personal experiences of serious and termi-
nal illnesses. Yet despite the plethora of literature
created by, and for, professionals working in the
field; an endless stream of new advice books
aimed at the general population, patients, and
their carers; and a rapidly expanding genre of
memoirs seeking to capture personal journeys,
relatively little attention has been paid to what
Abel terms “family experiences of terminal care
and irreplaceable loss” in either contemporary or
historical settings. Her book not only starts to fill
this difficult gap in the historiography, but com-
pellingly changes the time frame that researchers
need to consider--from the actual deathbed to the
months, years, and even decades that individuals
and their families might live through following a
diagnosis of terminal illness.

By drawing on published memoirs and other
accounts written by carers, Abel develops a strong
sense of a journey that is both highly personal to
the individual and yet applicable to many people’s
experiences. Narratives often start with the first
awareness of health problems and the earliest en-
counters with the medical profession, and contin-
ue through the process of having tests and receiv-
ing a formal diagnosis and prognosis while pa-
tients and their family/friends both learn and des-
perately seek more information about the disease



and its treatment. At this stage, many lay people
with only the sketchiest knowledge of modern
medicine recount finding themselves invited to
choose from what they clearly find a bewildering
array of therapeutic options with highly uncertain
outcomes. Particular problems appear to sur-
round the question of participation in clinical tri-
als and concerns about not being able to maxi-
mize both the quality and quantity of life avail-
able to patients. Much guilt and anguish in-
evitably attach to these decisions, and trust in the
medical profession is clearly tested by the prob-
lematic way in which information might be com-
municated.

These issues are of course familiar from other
strands of the historiography that capture the ill-
ness experience from a clinical, professional, or
patient perspective, but important new insights
are gleaned from Abel’s unusual focus on family
and friends acting (with varying degrees of will-
ingness) as carers. As a reader, I felt the most sig-
nificant of these was the relentless emphasis on
the emotional dimensions to the whole experi-
ence and the stress of coping with dying that is
imposed on individuals and families who simulta-
neously wanted to support each other through the
ordeal and conceal from loved ones the depth of
their personal distress so as not to add to the suf-
fering of others. It is the raw human emotion that
makes the personal testimony of the carers so
hard to read and there is occasionally a strong
temptation to escape by skipping to the more de-
tached and academic commentary that Abel effec-
tively uses to frame and organize the narratives.
This instinctive distancing helps the lay reader
understand the otherwise inexplicable attitudes
of clinicians who have presumably chosen to
work with the sick and dying, but reportedly
struggle to meaningfully engage with patients and
their families. While staff are trained to recognize
the emotional dimension to the illness experience,
the accounts that Abel draws on suggest that too
many doctors still seek to protect themselves by
limiting opportunities for communication (prefer-
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ring to make brief remarks in inappropriately
public settings) and keeping the focus on clinical
rather than personal issues. This clearly adds to
the distress of families, but even “caring” profes-
sionals who make themselves available to offer
support at key moments such as diagnosis, chang-
ing prognosis, and even the deathbed, can still dis-
appoint patients and carers because they cannot
possibly sustain the effort over the whole course
of a lengthy illness and its aftermath.

Abel’s book effectively captures the way the
promise of modern medicine sustains hope for
many sufferers and their loved ones, but also re-
veals how its limitations create space for other
sorts of remedies and the search for alternative
forms of solace and support. In the chapter titled
“WhenMedicine Fails,” Abel follows Anne Har-
rington’s exploration of people’s reactions to both
the inability of mainstream medicine to always
deliver cures and, perhaps more universally, “val-
idate fully the complexity of one’s suffering.”[1]
While Harrington underlined the religious roots
of mind-body practices, Abel pays equal attention
to the role of faith and organized religion in the
lives of the terminally ill and their carers. I think
some of these themes, especially faith in modern
medicine, could have been expanded to take ac-
count of the fact that a surprising number of
health professionals mention that their decision
to follow their chosen career path was influenced
by witnessing the serious/terminal illness of loved
ones and a deep-rooted desire to help/save others.
An important part of training and practice must
then necessarily involve somehow coping with
the inevitable number of deaths witnessed and
acceptance of the fact that pain and suffering can-
not always be relieved. This perhaps makes the
experiences of doctors and nurses caring for ter-
minally ill relatives particularly poignant.[2]

The limitations of the mixed economy of care
is another major theme that is really illuminated
by Abel’s focus on carers and their experiences.
There are endless policy documents that talk



about how services should theoretically work, but
the reality is often a confusing patchwork of pro-
vision through which the general public struggles
to navigate its way. While Abel is quick to ac-
knowledge that most of the families whose experi-
ences find their way into print are the more afflu-
ent and articulate, their very obvious difficulties
are clearly a too-common experience and hint at a
much wider problem. Even arrangements that
seemed to work well while a person’s condition
remained relatively stable could soon be de-
stroyed by an emerging crisis. In these circum-
stances it was the family carers who dispropor-
tionately had to provide as well as organize care,
including performing quite complex nursing pro-
cedures with very little training or supervision/
support. None of the existing policy-led or service-
evaluation critiques of the current state of provi-
sion, and the difficult interface between high-tech
medicine and the traumatic human experiences
of those caring for the dying capture the sheer an-
guish of the heart-rending testimony assembled
by Abel. In this case the personal really is the po-
litical.

In dealing with a subject as personal as dying,
the reader inevitably casts their mind over deaths
among their own family and friends. My grandfa-
ther, who died in 1999, certainly received a lot of
support from a variety of health professionals
when first diagnosed with terminal cancer, and
over the next year accessed a number of services
that proved very helpful; it was in the last few
days of his life when he was very seriously ill at
home that the inadequate, even threadbare, na-
ture of what was available became apparent. It is
a very long night between the brief evening and
morning calls from the cancer nurse. Painful
memories of that time resonate strongly with the
insights offered by Abel, particularly the undesir-
able necessity for untrained lay carers to have to
exercise clinical judgment within a developing
crisis situation while doing their best to honor a
stated preference for a non-institutional death.
Many relevant issues and extremely painful per-
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sonal, professional, moral, and legal dilemmas are
carefully unpicked by Abel, although a UK reader
may well benefit from reading this study in paral-
lel with other works that place the past, present,
and future of the National Health Service at the
heart of their analysis. I certainly gained from
having recently read Jennifer Worth’s book that
covers not dissimilar ground to Abel from the per-
spective of reflection on her nursing career.[3]
For example, both Abel and Worth explore the in-
fluence of key thinkers like Dr. Elisabeth Kiibler-
Ross and Dame Cicely Saunders in their respec-
tive countries.[4] Hospice care is also a shared
theme, but here the UK reader needs to be very
alert to significant organizational differences as
Abel’s devastating critique of for-profit care of the
dying should not be confused with UK hospice
provision, which has a very different ethos de-
spite serious financial pressures and some con-
cerns about why certain groups of patients are
underrepresented among its clients. The risk of
undermining, even perverting, the original goals
of hospice care is an interesting if worrying mes-
sage to take from Abel’s study. This finding plays
into an emerging debate in the UK about the need
to embrace, accept, tolerate, or reject US-style
healthcare provision and for-profit healthcare. At
present, an apparent lack of understanding about
what “choices” might exist in the United States is
serving to support a number of complicated mis-
understandings, with those for and against differ-
ent policies drawing on much the same data.[5]

Although Abel’s work is unashamedly cen-
tered on people’s experiences of caring for dying
loved ones in the United States, the personal testi-
monies she draws on are so powerful that they
speak to a much wider audience. Indeed, by cap-
turing the most intimate, personal, and necessari-
ly unique experiences of individuals living
through what nowadays can be the long process
of caring for the dying, the study develops find-
ings with almost universal application. The dust
jacket description for the book suggest that it
seeks to focus on “three significant developments



that transformed the experiences of those dying
and their intimates,” but while Abel provides a re-
ally thoughtful and detailed account of people’s
perceptions of the benefits and drawbacks of par-
ticipating in drug trials, the rise of high-tech
medicine, and the financial and organizational
constraints imposed by Medicare and Medicaid,
the reader who chooses to focus exclusively on
these issues will miss many of the more interest-
ing and subtle points raised throughout the text.
This may be a particular concern for UK readers
whose familiarity with the National Health Ser-
vice often acts as a critical filter when examining
healthcare systems elsewhere. To maximize the
impact of the study it seems important to appreci-
ate, rather than be distracted by, the very differ-
ent systems, procedures, and policy environments
so thoroughly dissected by Abel.

It is perhaps for this reason that the more I
read the book, the more I gained from the experi-
ence. At first glance, the structure and content of
the study can appear rather alien and even off-
putting. My first concern was the intended audi-
ence. The book is beautifully presented, well orga-
nized, engagingly written; extensively referenced,
and, for an academic study, reasonably priced. It
should have wide appeal, but I fear the subject
matter will deter potential readers. I have previ-
ously researched history of nursing topics, and
am currently working with Jan Walmsley on a
project exploring deaths in long-stay institutions
for people with learning disabilities, so am famil-
iar with the issues in Abel’s study, but I found
some of the discussions deeply distressing. But
this is perhaps the point. While Abel reveals in
uncompromising detail the problematic nature of
dying, and even explodes the myth of a good
death, her work does point the way toward im-
proving the situation for family carers by ac-
knowledging their pain and offering emotional as
well as practical support.

While I would be reluctant to recommend the
book to lay people currently involved in caring

H-Net Reviews

for the dying, it should be studied carefully by
policymakers and care providers and used as a re-
source by those who train staff in the health and
social care sectors. Abel’s work is not only intend-
ed to improve the interface between the lay and
the professional; she also makes a number of real-
ly interesting points about current and future
workforce issues. There has been a blurring of
lines and responsibilities between paid and un-
paid carers as families take on ever more caring,
and an army of low-paid, and sometimes inade-
quately trained, carers serve to support their en-
deavors. Questions about the exploitation of la-
bor, as well as desired staff numbers and skill
mixes, need to be addressed by policymakers and
service providers in different countries. Yet Abel’s
relentless focus on the physical and emotional de-
mands placed on all carers (not just those caring
for someone they love deeply) also speaks to a
much older debate about issues surrounding
nurse recruitment and retention and the problem
of burnout in the caring professions. I suspect
that it will be historians of nursing who will make
the deepest engagement with the themes high-
lighted by Abel, although frequently it was Joanna
Bourke’s groundbreaking study of “fear” that res-
onated when reading about the multilayered diffi-
culties of carers forced to confront, not just mor-
tality, but any number of societal taboos.[6] I hope
and expect that Abel’s book will be appreciated by
historians of the recent past and those concerned
with the changing nature of family life as well as
evolving patterns of caring. Abel’s book also rep-
resents something of a challenge to medical histo-
rians by questioning the assumption that “patient
autonomy has steadily increased and that its ex-
pansion always represents progress” (p. 1).

A major concern for me was, however, the se-
lection and presentation of the case studies. The
difficulty with dying is its universality. If Abel had
recounted her own family experiences of caring
for the dying, spoken to her friends and co-work-
ers, or interviewed random strangers, I think very
similar themes and issues would ultimately have



emerged from the study. This raises the question,
why use previously published sources at all and,
while I think the answer lies in the way this testi-
mony allows appropriate detachment and encour-
ages objective analysis, it also inevitably creates
some problems of selection and bias. Abel ac-
knowledges that it is the privileged who find it
easiest to tell their stories in this way, making
their experiences interesting yet hardly represen-
tative. In some ways this helps; since the narra-
tors are largely (though by no means completely)
free of immediate financial hardship, their words
concentrate on the emotional issues that are of
most interest to Abel. The problem is that the
memoirs cannot tell us everything and many
were written with a deliberate purpose in mind
that, however worthy, does tend to compromise
the writer’s objectivity. Abel is more than capable
of unpacking what the narratives tell us through
their silences as well as through their disclosures,
but the reader needs to exercise her/his own
judgement as well. I found Abel’s commentary on
the AIDs epidemic particularly interesting, but I
have some concerns that this is because I had pre-
viously read and reread Paul Monette’s haunting
book that is a major source for Abel.[7] Other au-
thors will have their own stories that are no less
important, despite not being critically acclaimed,
best-selling writers.

My hope is that readers will use the extensive
references provided by Abel to delve further into
the publications she draws on to such good effect,
and then perhaps imaginatively seek additional
and alternative sources. I certainly think that bi-
ographies, autobiographies, and printed diaries
can all offer insights into people’s experiences of
living with dying even when they are not struc-
tured to foreground caring issues.[8] While such
publications, like the memoirs by kin utilized by
Abel, also prioritize the experience of notable in-
dividuals and elite families, they can perhaps cap-
ture a prehistory that Abel ignores by stressing
the importance of the era of high-tech medicine in
her book. A complete history of dying seems im-
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possible; but the experiences of, for example, ear-
ly and mid-twentieth-century tuberculosis suffer-
ers could easily be brought within the parameters
of the study as there were not only a significant
number of painful and protracted deaths, but so
many of the same themes reappear: frequent lay
and professional concerns expressed about exper-
imental treatments, the pros and cons of care in
different institutional settings, and issues linked
to both stigma and false hopes.

One of the problems with the kin carer mem-
oirs chosen by Abel is that there are relatively few
of them, just 105 published in the United States
since 1965. This means a little has to go a long
way and I found Abel’s assertions of significant
changes over her chosen time frame quite hard to
reconcile with what appeared to be more similari-
ties than differences over a time line that was
kept very much in the background. Also, while
different types of illnesses and distinct patient
groups are usually treated separately in the litera-
ture, there is an odd juxtapositioning here. It is
only the terminal nature of the illnesses that
seems to link fatal childhood cancers with
Alzheimer’s disease, and while Abel makes all the
necessary connections with her descriptions of
the shared caring experiences, this sense of cohe-
sion is sometimes undermined by separate chap-
ter sections for different diseases. Yet, for all the
illnesses covered, many important areas are rela-
tively neglected. Almost all the case studies start
from the point when a person previously in good
health becomes seriously and then terminally ill.
For some groups of disabled people, their whole
lives are lived in the shadow of life-limiting illness
and the similarities and differences of this experi-
ence need to be explored in more detail.

The families studied by Abel also seem to lead
quite compartmentalized lives; friends and co-
workers get a mention, but usually only briefly
and problematically. There are some groups of
terminally ill people who are either in, or make
themselves part of, particular communities that



draw on distinct occupational identities for sup-
port. Arthur Mclvor and Ronnie Johnston have
used innovative oral history techniques to explore
fatal industrial diseases in a Scottish context.
Workers from heavily unionized workplaces, such
as coal mines and shipyards, often turned to co-
workers and union officials for financial and legal
support, but in the later stages of their illnesses
these men were often entirely confined to their
homes. While many men reportedly felt this social
isolation badly and found their masculinity
threatened by physical weakness and financial
dependency, some wives explained that this new
shared existence provided them with a period of
unexpectedly warm companionship after previ-
ously unsatisfactory, even abusive, marriages
shaped by the husband’s physical absence at work
and involvement in the associated male leisure
culture.[9] Caring clearly held multiple meanings
and could even offer unexpected benefits, and
these themes are addressed sensitively and imagi-
natively throughout Abel’s study, although there is
perhaps scope to contrast the different experi-
ences of long-term carers of sufferers of serious
physical or mental illnesses that are not in-
evitably fatal.

One area that I really think is worthy of fur-
ther consideration is the question of what hap-
pens afterwards. For the carer, the experience of
caring both ends and does not end with the actual
death. Funerals and other acts of memorialization
can bring healing, but too often only serve to ex-
acerbate existing family tensions, especially be-
tween those who wanted a larger or smaller role
in the caring process than circumstances allowed.
Abel captures some of this, but the difficult ques-
tions keep coming as the people most closely af-
fected by the death attempt not so much to re-
sume, but rebuild their normal lives over lengthy
periods. Some carers spectacularly fail to make
the necessary transitions, and marital breakdown,
family disintegration, drink and drug abuse, and
serious mental illness can all follow both the pain
of caring and the grief of loss. Others find solace
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in campaigning (the caring experience often be-
ing complicated by pursuing/supporting right to
life and right to die causes, or other litigation
aimed at exposing medical malpractice or malfea-
sance by nursing homes, etc.) or fundraising to
support research into diseases that have claimed
loved ones. But their lives are not the same and
these aftermath activities also need consideration
within the envelope of carers’ experiences. Sadly,
for many the experience of caring for one person
is closely followed by the need to either do it all
again (for example, an adult child facing terminal
illness of surviving parent) or personally receive
care.

Abel usefully supplies information about the
gender of the memoir writers and describes their
relationship to the person being cared for. This
works to a point, but prioritizing the experience
of the writer, who may or may not be the main
carer, risks losing the perspectives of other carers
and other kin. One of the themes that Abel really
effectively develops is that caring and being cared
for are highly testing experiences, and the pre-ill-
ness relationship may be the key to understand-
ing the success or otherwise of any caring ar-
rangements (with illness duration and/or disturb-
ing symptoms also emerging as key variables). Yet
this is only part of the story. Many cancer narra-
tives, in particular, have drawn attention to gen-
erational issues and the way carers are stereo-
typed by statutory and voluntary sector
providers. Thus it is often assumed that the child
patient has a parent carer, while the main carer
for an adult will be another adult of the same gen-
eration (usually a spouse/partner), and the elderly
person can rely on their adult children; but all of
these arrangements struggle to cope with the real-
ities of modern life, and I think Abel could have
made more of the practical and emotional difficul-
ties created by being an atypical carer. For exam-
ple, my brother-in-law became the main carer of
his frail, elderly grandparents who both died of
cancer when he was aged about thirty. While hos-
pital staff had been comfortable with him acting



as a supporter for Gran when she was supposedly
caring for Grandad (who predeceased her), when
it came to her end-of-life care there seemed more
embarrassment about his involvement and this
served to restrict his communications with both
Gran and her medical team, which only added to
everyone’s distress.

Ultimately, I think it is one of the strengths of
Abel’s work that the reader is left rather unsatis-
fied in the sense of desperately wanting to see
more, and different, stories included within her
important study. This book is not an easy read,
but its aims and achievements make it an impres-
sive contribution to the history of caring.
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