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Abstract

Context. International policy advocates the development of approaches to raise
public awareness about end-of-life-care issues, so that when people face a final
illness, they may better articulate their needs for care. This article reports findings
from one approach of engaging older members of the general public and
informal caregivers in discussions about end-oflife care.

Objectives. To increase understanding of the concerns many older people have
around end-of-life issues and provide advice and information to address these.

Methods. Listening events were delivered across the United Kingdom using
principles of focus group conduct to facilitate discussions among older people,
informal caregivers, and representatives from community groups (z=74) in four
workshops. Participants discussed their feelings, experiences, and concerns about
the end of life, guided by the booklet Planning for Choice in End-of-Life Care, which
was piloted in an earlier study.

Results. After framework analysis, three themes arose: communicating about end-
of-life issues, factors that influence individuals’ concerns about death and dying, and
advance care planning. The heterogeneity of stories told not only illustrates how
people’s responses and needs at the end of life vary greatly but also reveals shared
reactions, experiences, and some confusion. The stories also demonstrate people’s
willingness to engage with concerns associated with the end of life and their
conviction that this is an important area of community action and development.

Conclusion. Further community-based solutions to questions of quality of death
need to be found, encouraged by programs of public education. ] Pain Symptom
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Introduction

The rising incidence of comorbidity, disabil-
ity, and extreme general frailty in older age not
only makes prognostication complex but also
means that many older people receive inap-
propriate end-of-life care that is out of step
with their needs, wishes, and preferences.1
Current policy direction reflects the recogni-
tion that palliative and end-oflife care are
not only about the management of the last
days of life but also about supporting people
with long-term health conditions to live as
comfortably as possible until they die.” A key
emphasis is on enabling participation in
care planning, both during and in advance
of any illness, taking into account the individ-
ual’s values and preferences.g’4 In England,
a National End-of-Life Care Strategy’ advo-
cates the development of approaches for rais-
ing public awareness about end-oflife care
issues, so that when people face a final illness,
they may better articulate their needs for
care. This is seen as a key way of providing
patient-centered care.” This article reports
findings from one approach of engaging old-
er members of the general public and infor-
mal caregivers in discussion about end-of-life
care and reflects on the methodological
issues involved in the process, with a view of
informing development of work to raise public
awareness.

Background

There has been comparatively little research
concerning the views of older members of the
public about end-of-life care, and there is inad-
equate understanding of the challenges in-
volved in attempting to elicit these views.®™®
In the English End-of-Life Care Strategy,” it is
argued that there persists in the United
Kingdom alack of public openness about death,
which is likely to have a number of negative
consequences, including fear of the process
of dying, lack of knowledge about how to re-
quest and access services, lack of openness be-
tween close family members when a person is
dying, and isolation of the bereaved. A number
of influential theses have promoted the idea
that prevailing social attitudes to death in the
United Kingdom and other resource-rich coun-
tries involve regarding it as “taboo,” “porno-
graphic,”9 or “wild.”'® For many years, it has

been argued that such attitudes lead to a denial
of the inevitability of death'"'? and its “seques-
tration” (both as an event and a topic of con-
versation) from daily life.’® In the last 15
years, a largely theoretical critique has devel-
oped about such claims,'*'? suggesting that at-
titudes are much more complex than the
“death denial” literature suggests. However,
there has been relatively little empirical exami-
nation of their resonance in the perspectives
of ordinary members of the general public
and no evaluation of the implications of these
for policy and practice. Those studies that do
exist reveal diversity. In a seminal interview-
based study from Scotland,16 a quick painless
death was perceived by some older respon-
dents to be “good” but, equally, a death that
gives time for a reunion with family and to set-
tle affairs was regarded positively. Such re-
search shows that older people perceive
many dilemmas in achieving a balance be-
tween their desire for autonomy and the
need for care and support at the end of
life.”!”"' They value a degree of choice and
control but, concomitantly, recognize that
practical and moral problems, such as the de-
sire not to “burden” their families or “take”
resources from younger people, may take pre-
cedence over their own preferences.'” !
Some survey-based studies reveal that, as peo-
ple age, their preferences for home-based
care at the end of life and at the time of death
are subject to change, with alternative prefer-
ences expressed for either hospice or hospital
care.”*** Similarly, where people have had ex-
perience of caring for someone who has been
terminally ill, they appear to favor death at
home less than others.** Stances to end-of-
life decision making may relate to the uncer-
tainty of taking certain courses of action.'”*’
Arber et al.'? stress that it must not be assumed
that older people are autonomous individual
decision makers but may draw on different as-
pects of their lives and previous experiences
when considering complex end-of-ife care is-
sues. Furthermore, older people are not neces-
sarily preoccupied with negative thoughts of
death and dying; for example, biographical re-
search with 23 individuals aged 60—96 years
suggests that, even in the face of serious pro-
gressive illness, opportunities are perceived
for living, enjoying activities, and looking for-
ward to the future.***
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This article reports on four “listening
events” held in the United Kingdom and offers
some reflections on the process of participa-
tion, attention to which is often neglected.26
Kendall et al.’s?’ systematic literature review
identified only small numbers of publications
related to the practicalities of conducting
end-of-life research. We start, therefore, by de-
scribing the organization and delivery of the
events. We then present key findings under
three main themes: communicating about
the end of life, factors that influence individ-
uals’ concerns about death and dying, and
advance care planning (ACP).

Methods

After our earlier work in the area,”®* Help
the Aged, an international charity that cam-
paigns for older people, commissioned us to
deliver four listening events in diverse commu-
nities across the United Kingdom to increase
understanding of the concerns older people
express around end-of-ife issues and to pro-
vide them with information to address these.
The events are described in detail elsewhere.”

Ethical Approval

The study was reviewed by a University
Research Ethics Committee for healthy volun-
teers. Before the events, potential participants
were sent an information leaflet and consent
form, including consent to be photographed
and to use their anonymized comments in sub-
sequent reports.

The Listening Events

A convenience sample was used; partici-
pants were selfsselected, having responded to
publicity about the events. Recognizing the
importance of gathering diverse views and en-
gaging with individuals and those who are af-
filiated with organizations,”" we used a range
of recruitment methods, including advertise-
ments in the local press/community group
magazines, letters/e-mails to representatives
of older people groups and known contacts.
The listening events were held across four
areas to reflect Help the Aged’s engagement
in different communities around the United
Kingdom and to gather a diverse range of
views (rather than to specifically investigate

possible differences): North England (23 par-
ticipants); South England (15 participants);
Scotland (11 participants); and Wales (25 par-
ticipants) (Table 1). There were no apparent
differences in the data discussed here in terms
of locality, although it was apparent that ethi-
cal and legal issues were different in Scotland.
This sometimes added to the confusion sur-
rounding terminology and was highlighted
when introducing the booklet Planning for
Choice in End-of-Life Care.

Although it was people aged older than 60
years who comprised most of the participants,
some younger people who had a particular in-
terest or involvement in end-of-ife care (e.g.,
hospice volunteers) also attended. It is indi-
cated in the text where the views of older indi-
viduals, representatives of groups for older
people, or members of the team are reported.

Principles of focus group conduct were used
to facilitate the discussions.”>** Each group
was guided by a researcher with help from
members of the Help the Aged team and two
older volunteers.” We referred to INVOLVE®®
guidelines to work in partnership with the vol-
unteers, for example, suggesting that they
worked in pairs for support. (INVOLVE is
a U.K. advisory group funded by the National
Institute for Health Research. Its role is to sup-
port and promote active public involvement in
National Health Service, public health, and so-
cial care research.) One team member ob-
served participants for distress and provided
support, if necessary, in a designated room.
Team members were available to provide infor-
mation or advice as required, together with
a range of information leaflets.

Each event ran over several hours, with
breaks for refreshments and lunch. After an

Table 1
Listening-Event Participants

Seventy-four older people participated in the events. Most
of them comprised older members of the general
public, that is:

e People aged from early 60s to late 80s, of whom one-
third were men and two-thirds women

Some of these participants were also:

e Caregivers for a spouse, parent, or other relative/
friend

® Representatives and/or members of older people’s
groups (such as Speaking Up for Our Age group,
Better Government for Older People, 50-plus
groups, Chinese Elders Support Group
[accompanied by an interpreter]
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introduction to the background and aims of
the events and allowing time for questions,
participants were invited to join small discus-
sion groups (maximum participants, 10). The
day was divided into morning and afternoon
sessions.

In the morning, “open discussions” gave
participants the opportunity to relate their
own experiences and concerns about death
and dying (Table 2), because our previous ex-
perience demonstrated the importance of al-
lowing time for people to tell their stories.”
This also reflects the methods used by
others who have accessed older people’s views
about their perspectives, needs, and service
provision.**?7?%

In the afternoon, “structured discussions”
were facilitated using the booklet Planning for
Choice in End-of-Life Care.® The booklet, which
was coauthored by five older people, uses vi-
gnettes to introduce care planning and com-
munication at the end of life. The method
has been used successfully to address sensitive
subjects before. >

Data Collection and Analysis

Because the emphasis was on listening to peo-
ple’s concerns about a potentially emotional
topic—death and dying—we took the decision
not to record discussions in case the presence
of a recorder might have an inhibitory impact
on some participants and seem insensitive.
Data from the listening events were collected
by written notes to record the main issues
and concerns people had about the end of
life and care. As far as possible, dialogue was
noted as it occurred, allowing the original
sense and context of the comments to be re-
tained. One of the investigators (A. C.) carried
out an initial analysis of data, guided by the
principles of the Framework Approach to facil-
itate rigorous and transparent management
and analysis of data.*” Framework Analysis

Table 2
Suggested Questions for Facilitators

What interested you in attending this event?
What does the phrase “end of life” mean to you?
In relation to end-of-life care, please could you say
something about:
— Your feelings about discussing this topic?
— Your experiences?
— Your concerns or hopes?

uses a thematic framework to classify and orga-
nize data according to key themes, concepts,
and emergent categories. All team members,
including the older volunteers, read and com-
mented on this analysis, adding to and amend-
ing the themes until an agreed framework of
themes was developed.

Analyzing the data in this way allowed partic-
ipants’ views, circumstances, and experiences
to be explored within a common framework
that was both grounded in and informed by
their stories. This enabled the full range of
perceptions and experiences to be compared
and contrasted, ensured that the analysis was
thorough and consistent, and that links with
participants’ own words were retained.

FEvaluation

To evaluate the impact of engaging in the lis-
tening events, participants were asked to com-
plete an anonymous questionnaire, which
included questions about the organization,
venue, facilitation and content of the day,
and space for qualitative comments. From 74
participants, 45 questionnaires were returned:
an overall response rate of 60% (some partici-
pants attended as couples and may have
completed and returned one questionnaire
between them).

Results

The results are reported in the following sec-
tions under three main themes: communicating
about end-of-life issues, factors that influence
individuals’ concerns about death and dying,
and ACP. These findings are from data collected
from both the morning and afternoon discus-
sions. Participants’ comments specifically relat-
ing to their evaluative views about the booklet
Planning for Choice in End-of-Life Care®® are not re-
ported here.

The extracts from the focus groups are re-
ferred to in the text using an area identity (ID)
and participant ID number within that area:
P = participant, S =Scotland, @ W = Wales,
SE = Southern England, and NE = Northern
England. Participants’ comments have been in-
cluded to illustrate the themes discussed. They
did not always state when their experiences had
occurred or whether their comments were based
on perceptions, expectations, or experiences;
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however, we report when this was explicit. Webb
and Kevern®! advise that the intention of focus
groups should not be to describe the meaning
of individual “pure” experiences, because group
interaction can “contaminate” the discussion
about personal experiences.

Communicating About End-of-Life Issues
Talking About the End of Life in a Public Forum.
Events appeared to be seen as a “safe place”
to share experiences of loss, as highlighted
when two team members from Help the
Aged asked if they could share their own expe-
riences of the death of a parent. Most partici-
pants stated that this was the first time they
had spoken about these experiences in pub-
lic. Although people often cried as they told
their stories (and were supported by other
group members), they were keen to continue,
indicating that the act of telling is cathartic in
itself. As one woman said, “I think a little cry
helps” (NE/P1). One participant who de-
scribed her sister’s assisted death in The
Netherlands expressed her gratitude that
she had the opportunity to tell the story.
Over the four events, two people became visi-
bly distressed during the small group discus-
sions and took a break, supported by a team
member.

One or two participants in each group said
that, initially, they had been “put off” from
the event because of the phrase “end-of-life”
care. Apprehension among others seemed to
be overridden by their need for knowledge
about the end of life. For example, the four
Chinese participants explained that, although
it was “unlucky” to discuss death in Chinese
culture, their fears about this were superseded
by their desire to gain more information. The
main purpose for the few participants who had
attended the events as representatives of local
groups for older people was to disseminate
the information to their peers; for example,
the Chinese participants said that they wanted
to find out about choices at the end of life and
pass this knowledge onto their communities.

Unsurprisingly, because they had taken the
decision to attend the event, most participants
said that they were more comfortable discus-
sing their concerns about death and dying in
a group. They perceived attendance both as
a means of accessing help in thinking about
the issue and of gaining information where

none was usually available to them. The rea-
sons expressed by the participants attending
the events are illustrated in Table 3.

Attendees felt that similar events should be
“made available to everyone,” including youn-
ger people:

This is the first time I've seen anyone talk
about dying or end of life. It’s an issue that
really needs to be opened up and the spot-
light put on it. (W/P10)

Another man wrote in the questionnaire to
evaluate the event:

Gave me food for thought...I had already
planned and paid for my own funeral to
save the expense falling on my family, but I
had not given much thought to the events
leading up to it. I now have a better idea
how my end of life should be.

A common feeling was that, in society in gen-
eral, death and dying are talked about less than
that in the past. Participants in Scotland re-
flected on their childhoods and how neighbors
would help with childbirth and death, regret-
ting that this did not happen now. This view
was reflected in other parts of the country where
events occurred. Participants described how
death was “more visible” in the past; many peo-
ple died at home, and the body was laid out so
that people could pay their respects. They also
described funerals where the whole community
gathered to support the bereaved:

In the old days, there was someone who
could help with birth and with preparing
the body of someone who died who would

Table 3
Participants’ Reasons for Attending the Listening
Events

“I’'ve never been to [a] group like this before but I worry
about what will happen to me when I get older because
I've no children. I want to learn new things” (W/P2).

“It’s important to talk and share experiences. You can’t
understand these issues by reading a book or reading
about it on the internet” (W/P5).

“I can’t cope with hearing about dying, it feels like giving
up on life, but I do need help facing up to it” (S/P6).

“People without family and friends find their voices are
not listened to; they don’t have a push from behind.
When you get to a certain age, you'’re a ‘none person’.
A lot of people don’t want to join groups, but if you're
independent, you're not listened to. I'm here on behalf
of people like me who have very little clout” (W/P21).
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be living in the same street, there was com-
munity. (WP/12)

Talking About the End of Life with Family Members,
Health Professionals, and Others. A variety of
views were expressed concerning discussing
the end of life with relatives and others. One
woman in SE said that her family was unwilling
to talk: “My family say talking about death is
being morbid. Butit’s not, it’s realistic” (SE/P4).
However, the other members of her group
felt “We can have a laugh about it sometimes
with our families.” It was the death of a family
member that often prompted people to in-
form their families about their plans for their
own funeral. Some participants preferred not
to talk to their families about death: “I get
very emotional, I don’t want them to know if
I’'m worried” (NE/P6). Others said that they
felt most comfortable talking about death
and dying with their peers, as one woman
explained:

...my friend said she didn’t feel safe talking
about dying with people other than those of
her own age—she felt that she might be
patronized. (W/P9)

Spiritual aspects of death and dying were im-
portant for some participants who described
how their faith and/or belief in an afterlife
were sources of comfort when reflecting on
death. These participants perceived that the
clergies (of all faiths) were very supportive—at
the end of life and in planning and conduct-
ing funeral services—but participants felt that
health care professionals needed to respect
the spiritual and religious needs of all patients:

We live in a secular society. In hospital,
death is very clinical. My friend was on a ven-
tilator and when I asked about chaplaincy
services, I was considered a loony. The spiri-
tual side is neglected. (S/P4)

Factors That Influence Individuals’ Concerns
About the End of Life

Whether people felt that they would want to
continue with medical treatment, should they
become seriously ill or incapacitated in the
future, seemed influenced by a number of fac-
tors including unrelieved pain, experiences of
poor end-of-life care, fears about dying alone,

not having a choice over place of death, and
confusion about end-of-life care.

Being in Pain, Being Incapacitated, or Receiving
Poor Care. Participants were worried about be-
ing ill and in pain. In this situation, they ex-
pressed the desire to discontinue treatment,
such as artificial ventilation, which may pro-
long dying: “When you’re curled up in the fe-
tal position in pain, turn off the machine”
(NE/P12). It should be noted that no stories
were recorded about people actually experi-
encing others dying in pain, and participants
appeared skeptical about whether pain control
could be achieved. In one group, when a re-
tired nurse commented that there was no
need for anyone to die in pain now, it was ob-
served that all other members of the group
raised their eyebrows in disbelief. Thoughts
of being in pain seemed to lead some to state
that they agreed with euthanasia: “If I could
be given a pill to take when I wanted to
go—I would take it” (S/P9). Similarly, experi-
ences of poor care and worries about loss of
dignity appeared to influence this man’s view
that he did not want to be resuscitated:

I’ve been in and out of hospital all my life. I'm
concerned about what will happen to me
when I can no longer do things for myself.
My wife died three years ago. The treatment
wasn’t good. I'd promised her she wouldn’t
go into hospital but eventually she had to be
admitted—she was in a coma. My experiences
have led me to advise the family that I
wouldn’t want to be resuscitated. (W/P13)

Dying Alone. Fear of dying alone at the end of
life was a common fear among participants, as
this man describes:

I’'ve moved to a flat and there’s nobody in
the block. I worry about dying alone and suf-
fering a stroke. If I took ill—what would hap-
pen? It’s the indignity of dying alone.

He felt that media reports “triggered worrying
about these things,” although he had personal
experience of such an incident: “I attend
a reading group and one member had been
dead for five days before anyone found
them” (NE/P22).

Linked to the fear of dying alone was a hope
that families would be near at the time of
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death. Chinese participants emphasized this,
describing how “bonding” between parents
and children was very important in Chinese
culture; not having their children present (es-
pecially the eldest son) when ill or dying would
be “devastating.”

Lack of Choice About Place of Care at the End of
Life. Discussions about place of care® were
raised spontaneously by the participants.
There was debate whether patients had a real

choice concerning where they died:

Do you have a choice? My uncle had a stroke
and went into a community hospital and
then a residential hospital. But he didn’t
like it in there. He wanted to go home, but
he couldn’t. (S/P3)

Or whether caregivers had a choice:

When my mother-in-law died, we didn’t have
choice. She was coming home to us—there
was no choice. We were told she was cured
but she came to us in May and died in
October. (W/P12)

A common desire among participants was to
die in their sleep; sometimes, this was precipi-
tated by a fear of dying in a care home or hos-
pital: “Most of us want to die in our sleep, but
worry it won’t happen. I worry I’ll go into a ge-
riatric ward and be left there” (W/P1).

Other participants raised concerns about
“being a burden” on their families should
they become incapacitated in the future; this
appeared to influence their expressed prefer-
ences for place of care:

I’'m worried about being on my own, but
equally concerned at the thought of going
into care or inflicting on my children—they
have their own children and responsibilities.
(NE/P7)

Lack of Understanding About Euthanasia and
Related Issues. It was evident from people’s
comments that there was an element of confu-
sion surrounding end-of-life care (Table 4 pro-
vides widely accepted definitions). This means
that people may be unnecessarily anxious
about the process of dying. The statements in
Table 5 reveal that there was lack of under-
standing about what is permissible in medical
treatment at the end of life and what

constitutes euthanasia. Similar confusion sur-
rounded issues associated with ACP.

Advance Care Planning

ACP is a voluntary process of discussion be-
tween an individual and his or her care pro-
viders, which may or may not also include
family and friends, and will usually occur in
the context of an anticipated future loss of
capacity/communication because of illness.**
We used the booklet Planning for Choice in
End-of-Life Care to prompt discussion about
ACP.”* With the exception of planning for fu-
nerals, which many people had done, the mi-
nority of participants who were familiar with
ACP talked about living wills.

Advance Directives. It was apparent from the
listening events that there was some confusion
not only about the terminology but also about
the processes involved in making advance
statements. At the time the listening events

Table 4
Definitions of Euthanasia, Life-Prolonging
Treatments, Advance Decisions, and ACP“

A widely accepted definition of euthanasia is “Euthanasia
is killing on request and is defined as: a doctor
intentionally killing a person by the administration of
drugs at that person’s voluntary and competent
request.”*?

It is recognized that where death is inevitable, then life-
prolonging treatments, such as resuscitation, artificial
ventilation, dialysis, or artificial feeding may be
withdrawn or withheld. In such cases, the goal of
medicine becomes the relief of symptoms. The provision
of “basic care” and comfort must be provided and can
never be withheld. It is acknowledged that, sometimes,
giving adequate symptom control or withholding or
withdrawing life-prolonging treatments may hasten
a death that is already expected. This is not
euthanasia.”

Advance decisions only come into effect when the
individual has lost capacity to give or refuse consent and
formalize what individuals do NOT wish to happen to
them. They are a legally binding document if valid and
applicable; they must be related to a specific treatment
and may specify circumstances, such as “If I cannot
swallow...” For the first time, the Mental Capacity Act
makes legal provision for the completion of advance
decisions.**

The outcome of ACP includes the completion of 1)
a statement of general values and views about care and
treatment. In the United Kingdom, these are known as
statements of “wishes and preferences” and are
promoted as a useful record to guide future care; or 2)
an advance decision to refuse medical treatment in
defined circumstances.**

“Lay summaries of these definitions were provided for participants
in the booklet Planning for Choice in End-of-Life Care.>'
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Table 5
Participants’ Comments About Medical
Treatment at the End of Life and Euthanasia

“I would like to know about tube feeding: why do the
physio’s give treatment to a dying patient?” (W/P25)

“Morphine is given to hasten death and no reasons
why—isn’t that euthanasia?” (S/P2)

“But what happens if fluids or feeding are withdrawn? You
hear about people starving to death and it’s supposed to
be painful.” (W/P24)

“Euthanasia—is one stop closer to assumptions that the
‘winging wrinklies’ can be gotten rid of.” (S/P1)

“A friend of mine in for assessment—she’s not able to take
on board all options put to her—people can be
manipulated.” (SP/7)

were held, a new Mental Capacity Act® was in-
troduced in England, making it possible for
the first time to draw up a potentially legally
binding “advance decision” for the refusal of
medical treatment. We introduced these as
“living wills.”

Only three participants described how they
had made a living will. One woman said she
was prompted to do so after having pneumo-
nia and added, “It wasn’t a difficult process.
My friend’s done it” (W/P26). Other reasons
for writing a living will included not wanting
resuscitation in terminal illness or wanting to
record decisions in advance of incapacity or
as a means of addressing the problem of family
members’ reluctance to discuss end-of-life is-
sues by leaving instructions. In contrast, others
said they would prefer to leave decisions about
treatment and care to their families: “I haven’t
made a living will, but perhaps I'm naive; I
trust my children” (W/P23).

Most participants said that they had not
heard of living wills before, and some partici-
pants felt that writing a living will was some-
thing they would now consider. One man
said that he had suffered a heart attack and
felt that the “time was right” to make his wish-
es known. He was keen to do this for himself,
because he did not want his wife or anyone
else to make decisions for him.

The Chinese participants said that they
would not want or be able to formalize their
wishes in written form. A man from a different
focus group was also concerned about formal-
izing an advance care plan:

My mother is 89, she had a stroke, was kept
on a hospital trolley for three days, she was
incontinent, couldn’t speak or walk. But

her condition improved. She now enjoys
life. She watches TV, visits family and has
a good quality of life. In those first few days,
you couldn’t have given her any hope. This
highlights the need for safeguards in living
wills. (W/P19)

For this woman, the idea of expressing wish-
es rather than putting them in writing was
preferred:

I’'ve told them not to bother coming to see
me if I don’t know they’re there ... Women
get hair on their faces as they get older, they
get left whilst men get shaved ... I said to my
husband, “If I've grown a moustache and
I’'m unconscious, don’t you dare bring any-
one in to see me.” (NE/P20)

Participants pointed to the need for health
care staff to collect information about wishes
and preferences, perhaps, by requesting bio-
graphical information. One woman described
the person-centered care her dying husband
had received: “When my husband went to hos-
pital, they asked me to make a diary of his life.
Things he liked, things he didn’t” (W/P9).

Methodological Reflections and Limitations
One of the disadvantages of focus groups is
that discussion may be dominated by vocal par-
ticipants.46 It may be difficult to achieve a bal-
ance between giving each participant time to
articulate matters of personal importance
and ensuring that everyone who wants to
speak feels able to do so. Group consensus
can be undermined if some participants are
reluctant to contradict others or when the
topic under discussion may cause embarrass-
ment.*>*® In presenting our findings, we
have indicated where areas of agreement
and disagreement appeared to occur.”’
When personal experiences were discussed,
the small size and structure of the groups ap-
peared to give participants comfort and reas-
surance from the empathy of others.*® This,
particularly, was apparent in the group from
SE, which mainly comprised members of a lo-
cal action group for older people; when one
woman described the death of a relative and
began to cry, the other women gathered
around to comfort her. Providing a familiar
and safe environment is especially pertinent
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for discussions of a sensitive nature, which may
raise powerful emotions.

There is some discrepancy in the literature
regarding the use of focus groups for investi-
gating sensitive issues;"? however, we endorse
this method in this context, provided the pro-
cess is thoughtfully considered and guided by
older people themselves, experienced re-
searchers, and health practitioners, as ours
here. Almost all participants were positive
about the event; for example, all who returned
a questionnaire strongly agreed or agreed that
the day was worthwhile, and most of them
(97%) strongly agreed or agreed that the con-
tent was relevant to their needs or the needs of
their organization; 98% strongly agreed or
agreed that opportunities to participate were
appropriate; and 100% indicated that they
felt able to contribute in the small groups. Nev-
ertheless, one person was deeply unhappy that
an issue of particular importance to him (re-
garding funeral payments) was not the sole fo-
cus of the event he attended and went as far as
putting this in writing to us. On reflection, the
sheer lack of opportunities to express strongly
held views about end-of-life care, together with
the often-emotive nature of the topic, means
that this may always be a risk. From our experi-
ence, it is crucial to allow plenty of time for dis-
cussions and have at least two facilitators and
an observer who is free to offer support if par-
ticipants appear distressed. Dedicated time for
debriefing after the event should be planned
in advance, giving team members the opportu-
nity to articulate any personal feelings and
emotions raised by the events as well as any
challenges encountered. We have found that
facilitating events around this topic can be
emotionally and physically demanding.

Although we do not claim to make general-
izations from a sample of 74 people, we are
confident that we collected a range of views
from older adults and their representatives liv-
ing in different localities in the community
and with different sociodemographic and cul-
tural circumstances. We acknowledge that
our sample underrepresents very frail and/or
disabled older people and elders from black
and minority communities, with the exception
of elders from the Chinese community (n=4).
There tends to be an assumption of a mono-
lithic culture in policy literature, despite coun-
tries, such as the United Kingdom, being

multicultural. Both distinct similarities and dif-
ferences between the attitudes and views of
white and Chinese elders living in the United
Kingdom toward end-of-life care have been re-
ported;50 more research, therefore, is needed
among a range of ethnic groups. Furthermore,
given the self-selecting nature of recruitment,
those who agreed to participate, clearly, were
open to discussions of this nature; not all older
people wish to talk about death and dying.
Despite this, we believe our study highlights
that some older people are willing and want
to talk about issues surrounding the end of
life. Our findings add a valuable contribution
to the little research to date about the views
and experiences of older people living in the
U.K. community, who are not necessarily expe-
riencing a serious medical condition.?'

Discussion

We are aware of the heterogeneity of stances
toward the discussion of death and dying: for
each older person who participated in the
events, there are likely to be many more who
would never wish to do this and for whom
such activity would be regarded as unaccept-
able. Our findings revealed that participants’
reported apprehension about discussing end-
of-life issues was overridden by their desire to
know more about the decisions and choices
available to them as they approached the end
of their lives. Many said that they had not
been given the opportunity to discuss the sub-
ject before—either with families, friends, or
health professionals, or in a public setting—
and appreciated the opportunity to tell their
stories and express their concerns.”? Unsur-
prisingly, because people had volunteered to
take part, they expressed a preference to dis-
cuss such issues in a group rather than on their
own.

Participants felt that death and dying are
talked about less than in the past, when they
witnessed people being cared for before and
after death in the community. In contrast,
most deaths today occur in hospitals; many
people do not have to care for a family mem-
ber or a close friend dying until they are into
their midlife years or later and, until this
time, few would have seen a dead body.51
The view that death and dying are subjects
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that should be talked about more openly is re-
flected by a national survey undertaken in
Scotland: 70% of 668 members of the public
felt that there was not enough discussion
about death and dying within the Scottish
society.‘r’2

For some participants, the spiritual dimen-
sion at the end of life was important. Many
studies have found that older people with a re-
ligious belief find a source of comfort in their
faith, particularly as they approach the end
of life.>®”* Our participants pointed to the
welcome support they had received from
clergies of different faiths at times of illness
and bereavement and felt able to talk to
them about their concerns. This, perhaps,
points to the need to widen the debate about
end-of-life care to include members of society
who have a professional interest in death,
such as faith leaders, funeral directors, and
the police,55 although, as Kellehear®® heeds,
we must beware the “professionalization” of
death at the expense of excluding the gen-
eral public.”’

Itis interesting to compare our findings with
a survey undertaken with members of the gen-
eral public in the United Kingdom. An online
survey of 2,246 adults was undertaken by
YouGov for Dignity in Dying,58 a charity that
promotes the choice of individuals to have an
assisted death. The survey asked respondents
about their fears about dying. These results
must be treated with caution because of the
survey commissioner and the limited ability
of the method to uncover complex issues. Nev-
ertheless, they provide a helpful comparison
with our findings, given the lack of academic
research in the area. The Dignity in Dying sur-
vey found that the greatest concern for 32% of
the respondents was solitary death.”® Fear of
dying alone was stronger in those who lived
with relatives than those who lived alone, indi-
cating that there may be an acceptance among
those who live alone that they may also face dy-
ing alone. Being left alone at the end of life
was a common fear among listening-event par-
ticipants. This is particularly pertinent, given
predictions that, by 2021, the population of
older people living alone in the United
Kingdom will have increased by as much as
one-third because of social changes, such as
more people choosing not to have children.”
The Dignity in Dying survey also found that

people older than 55 years—particularly those
who lived alone—were more concerned about
the practicalities surrounding dying than
younger people. The importance of having
treatment wishes respected and dying in
a place of their choice increased with age.”®

In an essay on aging and the ethics of care, it
has been observed that we lack both the lan-
guage and a set of policies to adequately in-
form the sensitive delivery of care for older
people whose experiences may not fit with
the policy rhetoric of control and indepen-
dence.®® There was a wide perception among
listening-event participants that there were
no real choices to be made with respect to
the end of life; participants reflected on the in-
equalities of care they had witnessed, experi-
enced, or heard reported. Participants were
well aware that the health services available
might be unable to deliver some things that
are “chosen,” such as death at home.2%%
Some felt that lack of information about illness
and end-oflife care precluded informed
choices.'”

The need for up-to-date and accurate infor-
mation about end-of-ife care was evident
from our findings. Although participants ap-
peared to accept death as inevitable, this did
not stop them having anxieties about the pro-
cess of dying.”*?! Being in pain at the end of
life was one of participants’ greatest concerns;
similarly, the Dignity in Dying survey found
that one-fifth of respondents indicated that
their greatest fear was dying with inadequate
pain relief.”®

Supporting other studies, it was evident
from people’s comments that there was an ele-
ment of confusion surrounding end-of-life
care: not only about realistic pain manage-
ment and treatment but also concerning
when treatment can be withdrawn and what
constitutes euthanasia in law. We were able to
distribute the booklet Planning for Choice in
End-of-Life Caré® to ensure that participants
had information about these issues, but partic-
ipants’ misapprehensions highlight the need
for public education in this area.

The confusion may reflect the context in
which initiatives in England and Wales to sup-
port the Mental Capacity Act® were intro-
duced, because the latter was widely reported
in the media as a “back door to euthanasia.”®?
This was probably because of parallel debates

61,62
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about the legalization of assisted dying that was
occurring simultaneously. This seems to have
affected the way in which members of the pub-
lic perceive ACP, with some worrying that the
completion of advance directives may lead to
medical actions akin to “pulling the plug” or
out of step with the real intent of the person
in question.” This might account for none of
the participants in the listening events stating
that they had delegated advance decisions to
health p1rofessionals.7’19 Concerns with regard
to possible changes in care preferences over
time may be another reason for this reluc-
tance;7’21 indeed, some listening-event partici-
pants preferred the idea of expressing their
wishes rather than putting them in writing in
case they changed their minds about care
and treatment. Although some participants
said that they wished to make decisions now
about the future in order not to place the bur-
den on their families,'"***! a few preferred to
leave decision making to their families.

Although Woolhead et al.'” found that older
people were in favor of self-determined death,
citing living wills as promoting individual
choice; in our study, only a few participants
had specific views about particular medical
treatments. At all listening events, people dis-
cussed the seemingly mundane “small” things
that would be important to them should they
lose the capacity to help themselves in the fu-
ture, such as putting on face cream. This sug-
gests that broader approaches are needed to
facilitate discussion on issues surrounding the
end of life. These discussions must include a fo-
cus on the personal goals, values, and everyday
preferences of individuals, and draw on differ-
ent aspects of people’s past, present, and
future lives. A qualitative evaluation of a U.K.-
based, lay-led, self-management course that in-
corporated ACP in the training highlighted
the importance of being sensitive to people’s
biographies when facilitating discussions about
the end of life.*

Conclusion

The events described in this article not only
illustrate how older people’s responses and
needs at the end oflife vary greatly butalso reveal
shared reactions, experiences, and some confu-
sion from which practitioners, researchers, and

policy makers can learn. Listening and acting
on the views of the public should be an integral
part of planning and delivering end-of-life care
to ensure that such care is sensitive to their
needs and experiences. Participants’ confusion
about ethical and legal issues in end-of-life care
management and decisions also highlights the
need for greater awareness and discussion in
this area.

Findings also demonstrate people’s willing-
ness to engage with end-of-ife issues and their
conviction that this is an important area of
community action and development. Since
the time the listening events took place, there
has been continued and growing public inter-
est in end-oflife care issues.*>"*® Further-
more, innovative community-based solutions
to questions of quality of death need to be
found that seek to promote, as in Kellehear’s
and Young’s55 vision, the emergence of new
forms of participatory social action, encour-
aged by programs of public education. As one
participant in the listening events acknowl-
edged, “There is a need for education here. I
feel we are the foot of a very long ladder.”
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