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Key challenges and ways forward in researching
the “good death™ qualitative in-depth interview

and focus group study
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ABSTRACT

Objective To understand key challenges in researching end
of life issues and identify ways of overcoming these.
Design Qualitative study involving in-depth interviews

with researchers and focus groups with people affected by
cancer.

Participants An international sample of 32 researchers;
seven patients with experience of cancer; and four carers in
south east Scotland.

Results Researchers highlighted the difficulty of defining
the end of life, overprotective gatekeeping by ethics
committees and clinical staff, the need to factorin high
attrition rates associated with deterioration or death, and
managing the emotions of participants and research staff.
People affected by cancer and researchers suggested

that many people nearing the end of life do want to be
offered the chance to participate in research, provided it

is conducted sensitively. Although such research can be
demanding, most researchers believed it to be no more
problematic than many other areas of research and that the
challenges identified can be overcome.

Conclusions The continuing taboos around death and dying
act as barriers to the commissioning and conduct of end

of life research. Some people facing death, however, may
want to participate in research and should be allowed to
do so. Ethics committees and clinical staff must balance
understandable concern about non-maleficence with

the right of people with advanced illness to participate

in research. Despite the inherent difficulties, end of life
research can be conducted with ethical and methodological
rigour. Adequate psychological support must be provided
for participants, researchers, and transcribers.

INTRODUCTION

When an editorial in the BMJ posed the question,
“What is a good death?”! contributors concluded that
we cannot answer this as we lack the necessary evi-
dence from research, especially from the perspective
of patients and carers.? Achieving a comfortable and
dignified death requires research that supports the
development of end of life care as an evidence based
specialty.'® It was in direct response to the BMJ good
death theme issue that Macmillan Cancer Relief com-
missioned us to explore the reasons behind this lack
of research evidence in end of life care.

Practical, ethical, methodological, and emotional dif-
ficulties are experienced by those conducting research
into the end of life.*? Clark called for more qualita-
tive research with patients and families, cross cultural
research, longitudinal studies that can identify the

changing needs of patients and families, and the use
of innovative methods that examine the difficulties of
research in palliative care settings.! With some notable
exceptions, however, few researchers have written spe-
cifically about the challenges involved with conduct-
ing end of life research.’®!° This was confirmed by a
systematic literature review in which we identified only
small numbers of publications related to the practicali-
ties of conducting such research.!

METHODS

Methodological approach

We used qualitative methods to learn about the experi-
ences, perceptions, and practice of relevant researchers
and the views of people approaching the end of life
and their carers. We defined end of life broadly as the
months before the death of patients with advanced
illness, whether or not they were receiving palliative
care. We explored issues relating to research conducted
with people in the last months to the last days of life
and in bereavement.

Sampling and data generation

We identified a purposive sample of 34 researchers and
completed interviews with 32. One person declined for
personal reasons, and another was unavailable dur-
ing the period of the study. Initially the researchers
were identified from our systematic literature review,"
which aimed to determine what methods are being
used in cancer studies and how best to include the
views of patients in the development of services. The
researchers were from a range of disciplines and were
using diverse approaches to conducting end of life
research. Some were researchers of international stand-
ing, who were asked to reflect on their own research
experience and give an overview as managers of many
projects; others were comparatively junior researchers
with more current “hands-on” experience. To comple-
ment the researchers’ perspectives and to include the
experience of patients and carers we held four focus
groups that explored a range of users’ views of the best
ways to conduct research. Day hospice staff recruited
a group of four patients with advanced cancer. They
met on two occasions, firstly to discuss ways of con-
ducting research and then to validate the researcher’s
interpretation of the discussion. The second group, of
three patients specifically interested in research, was
recruited from a cancer network database. The third
group, consisting of four carers, was recruited through
a community palliative care team.
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FH conducted interviews by telephone or face to
face and facilitated the service user focus groups (see
appendix on bmj.com for interview and focus group
schedules).

Data analysis

The interviews with researchers and the focus group
discussions were recorded, fully transcribed with
accompanying field notes, and entered into NVivo ver-
sion 2. We integrated, coded, and thematically analysed
both datasets, adopting an interpretive approach and
using a coding scheme derived both from the research
questions and from issues that emerged during data
generation and early analysis.'” An anthropologist
(FH) led the analysis with the ongoing involvement
and input of two members of the research team with
backgrounds in sociology and nursing and extensive
experience of end of life research (MK and AW). We
all regularly discussed emerging themes to include
multidisciplinary perspectives (including patients,
palliative medicine, and primary care) and further
strengthen and develop the analysis. We agreed on
four major themes.

RESULTS
Most researchers with experience in both end of life
and other research specialties thought end of life
research should not be seen as a special case as the
challenges were equally relevant in other topics of bio-
medical and social research. They cited the need for
sensitivity, caution, and respect for the physical and
emotional wellbeing of participants in any research.
The interviews with researchers and the discussions
in user groups highlighted these issues for considera-
tion in conducting end of life research: the design of
end of life studies, recruiting participants, ethical con-
duct, and the emotional challenges faced by partici-
pants, researchers, and transcribers.

Designing end of life studies

Defining end of life

All the researchers discussed the ambiguities around
the concept of end of life, which one health professional
might define as the last 48 hours but others might use to
refer to the last six months or even longer. In addition,
the uncertainty surrounding any individual patient’s
prognosis and the fact that he or she may be unaware
of their status as “terminally ill” or receiving “palliative
care” render it difficult to identify and recruit patients
who clearly have a limited life expectancy.

Methodological options

End of life researchers were using a range of established
social science methods, each with its own strengths and
weaknesses. Most researchers thought that a range of
approaches and methods was needed, given the variety
of issues and groups to be investigated.

While some discussed the importance of “innova-
tive methods” such as arts based research involving
drama or poetry or using story boards, few had ven-
tured beyond the mainstream methods. One senior

researcher said that lack of support from funding bodies
was a barrier to using more innovative research tech-
niques. Several researchers suggested that approaches
and methods from other sensitive issues, such as long
term disability or domestic abuse, could be useful in
end of life research.

Recruitment of participants

Gatekeepers

Researchers recognised the need to recruit sensitively,
and most sought advice from health professionals on
the suitability of participants. Some, however, reported
that health professionals acted as overzealous gatekeep-
ers, blocking recruitment or introducing a selection bias.
This problem, they suggested, could be ameliorated by
careful wording of patients’ participation letters and by
establishing good relationships with health profession-
als and keeping them fully informed.

All researchers agreed that research should be scru-
tinised and conducted ethically but also found the
bureaucracy and time involved in submissions to eth-
ics and research committees increasingly burdensome.
Many spoke of the paternalism of ethics committees,
which added to the access barrier imposed by clini-
cians acting as gatekeepers for perceived “vulnerable”
patients, rather than seeing them as individuals capable
of making their own decisions.

Inclusive approaches

Difficulties in including people from various ethnic
communities were repeatedly highlighted, these recruit-
ment problems reflecting demographic and language
barriers and the fact that few people from minority
groups access specialist palliative care. Successful
recruitment strategies included exploring what could
be offered in return for participation (for example,
information sessions about a particular issue, a social
event, or art based activities); gaining the approval of
community leaders; and considering issues from the
perspective of service users to ensure the study design,
research materials, and methods of dissemination are
culturally appropriate.

Do people facing the end of life want to participate in
research?
Participants in the user focus groups confirmed the
researchers’ views that many people with advanced ill-
ness still want to participate in research. They thought
that the perspectives of patients and carers must be
included in research to develop suitable and effective
services and support. The researchers reported that
many people see their participation as an opportunity to
“give something back” in return for the care they, or their
loved ones, have received or as an opportunity to try to
improve services and support for people in the future.
Participants in two of the focus groups spoke at length
about the personal benefit of taking part in research:
“When I spoke to [researcher’s name] it really
helped me. Because I felt that it was somebody
listening, and I know it helped me” (participant in
focus group 2).
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WHAT IS ALREADY KNOWN ON THIS TOPIC

There is little research evidence from patients and carers on what constitutes a good death
This problem is most acute in relation to marginalised populations

WHAT THIS STUDY ADDS

of health and social research

Many people facing death may want to contribute by being included in research

Standard research approaches can be effective, but greaterinclusion might be achieved by
adopting and developing innovative methods from other specialties

Researchers consider that end of life research is no more challenging than many other areas

Barriers to end of life research arise not only from ethical, practical, methodological, and
emotional challenges but also from societal attitudes to ageing and death
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Maintaining ethical conduct

Talking about death

As some potential participants may not understand, or
wish to be confronted with, their prognosis, researchers
advised proceeding as if people do not know they are
dying, unless there is an explicit acknowledgment to
the contrary. Many researchers emphasised that this
should be borne in mind in the design of information
sheets and questionnaires for patients, as well as during
interviews—for example, not using the phrase “end of
life” in information sheets.

Informed consent

Researching end of life issues necessarily means engaging
with people (both patients and their families) who may be
in extremely poor health and experiencing exhaustion,
depression, or high levels of stress and anxiety. For this
reason, researchers emphasised the importance of dis-
tinguishing between informed and valid consent. While
it is good practice to ensure that research participants
are fully informed about their role in a study (balanced
with the need to ensure that they are not presented with
information that may upset them), researchers under-
lined the importance of ensuring that, particularly in
longitudinal research, once consent is given, its validity
is regularly reconfirmed. Participants should be given
several opportunities to withdraw, up until, and even
during, interviews or focus groups.

Emotional challenges for participants, researchers, and
transcribers
Some researchers, many of whom had also worked on
non-cancer studies, considered the emotional challenges
of conducting end of life research to be no greater than
those in research with other groups such as people with
long term disabilities or threatened with domestic vio-
lence or child abuse:
“I started off doing research with stroke patients
and I couldn’t have continued with that type of
work because that was, you know, just some of the
things that those people were going through, living
with disability, wasn’t going to get any better, it was
going to get worse and the stress on their carers.
Whereas dying is something that is going to happen
to all of us and so in that sense it’s not a problem for
me” (researcher 7).

Many researchers identified end of life research as
demanding, but most also spoke of satisfaction gained.
Witnessing enduring relationships restored faith in the
human capacity to receive and give love and support.
It inspired researchers to re-evaluate their own lives in
more positive ways and, in some cases, face their own
mortality:

“It is, I think, a terrifically important field. It is
important that we do begin to talk more about
end-of-life care . . . so the reward for me is knowing
that perhaps one is contributing in a small way to
changing social attitudes and culture around end of
life care” (researcher 13).

Several researchers warned of the harm that can be
caused by not paying attention to the emotional state of
interviewees. They indicated the importance of know-
ing how to bring the interview to an end in a manner
that left the interviewee in a safe emotional state and of
ensuring access to external support if needed.

DISCUSSION

The evidence from our study indicates that some people
with advanced illness may want to take part in research.
Researchers with experience in the specialty consider
that end of life research is not essentially different from
other types of research and not too difficult to con-
duct. Nevertheless, there is a dearth of research on the
views of patients and carers on the good death. Some
barriers are practical and methodological: uncertainty
about defining end of life, patients lacking awareness
of their prognosis, and overly protective gatekeepers
hindering recruitment. Although they may be neces-
sary, imaginative and inclusive methods are rarely
used, reflecting the challenges in attracting funding for
these approaches. More insidious barriers may lie in
the societal taboos surrounding death and dying that
affect such research.

Main findings in the context of the existing literature
Gatekeeping by health professionals and ethics commit-
tees has previously been identified as a barrier to end of
life research.?*'** From our study, however, it is clear
that many people at the end of their life would wel-
come the opportunity to participate in research. Many
researchers suggested broadening and deepening our
understanding of end of life research by developing
innovative approaches and methods able to capture
the perspectives of a wider range of people, conditions,
and settings.'"’

Researchers were articulate about the professional
and personal challenges faced, as revealed in previ-
ous literature,*®# 1”19 but many, especially those who
had worked in other types of research, challenged the
idea that end of life research is a special case, more
difficult or sensitive than many other areas of social
research.?0?!

The personal and societal taboos surrounding death
and dying present a major challenge, and funding
bodies, ethics committees, and researchers are also
affected by them. The concept of social death is well
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established in the literature: people can suffer a social
death before their physical death as society turns away
from the dying.*? Some people’s desire to participate
in research at the end of life may itself be an example
of resistance to social death, an opportunity to be an
active and participating citizen again rather than an
invalid or patient.
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ABSTRACT

Objective To test whether the secondary sex ratio
(proportion of male births) is associated with time to
pregnancy, a marker of fertility.

Design Analysis of four large population surveys.
Setting Denmark and the United Kingdom.

Participants 49 506 pregnancies.

Main outcome measure Secondary sex ratio.

Results No association was found between the sex ratio
and time to pregnancy and no discernible trend was
found for sex ratio with time to pregnancy, either within
individual datasets or in the pooled analysis. The odds
ratios were 0.97 (95% confidence interval 0.90 to 1.04)
for contraceptive failures, 1.01 (0.96 to 1.05) for time to
pregnancy of 2-4 months, 1.02 (0.97 to 1.08) for 5-10
months, 0.98 (0.93 to 1.03) for 11 months or more, and
0.88 (0.74 to 1.06) for fertility treatment, with 0-1 months
as the reference category.

Conclusion No association was found between the
secondary sex ratio and time to pregnancy.

INTRODUCTION
Evidence exists of a decline in semen quality over

recent decades and a deterioration in the reproduc-
tive health of males, with an increase in the incidence
of testicular cancer and probably of hypospadias and
cryptorchidism—the “testicular dysgenesis syndrome.”
One possible cause is endocrine disruption due to envi-
ronmental agents with oestrogenic or antiandrogenic
effects, although direct evidence is lacking and other
mechanisms are possible.! Other things being equal, a
decline in semen quality is expected to be followed by
a declining trend in fertility, although during the same
period no such decline—as measured by the time to
pregnancy—has been observed.?

In parallel, during the same period the proportion of
male offspring (the secondary sex ratio) has been declin-
ing in many countries, including the United States and
Canada and in several European countries.?*

Exposure to certain substances, such as the nemato-
cide dibromochlorpropane,’® has been found to affect
both the secondary sex ratio and male fertility. This par-
allelism of trend together with shared chemical determi-
nants raises the question of whether the probability of
conceiving a male child is linked to the parents’ fertility.
We tested the hypothesis that the secondary sex ratio

BMJ | 10 MARCH 2007 | VOLUME 334





