
Progress in Palliative Care
Science and the Art of Caring

ISSN: (Print) (Online) Journal homepage: www.tandfonline.com/journals/yppc20

It's bittersweet, it's uncomfortable, yes, but it's
necessary. Methodological reflections on the
experiences of young adults with life-shortening
conditions on being involved in inclusive
qualitative research

Sarah Earle, Maddie Blackburn, Lizzie Chambers, Julia Downing, Kate
Flemming, Jamie Hale, Hannah R. Marston, Lindsay O’Dell & Valerie Sinason

To cite this article: Sarah Earle, Maddie Blackburn, Lizzie Chambers, Julia Downing,
Kate Flemming, Jamie Hale, Hannah R. Marston, Lindsay O’Dell & Valerie Sinason (2024)
It's bittersweet, it's uncomfortable, yes, but it's necessary. Methodological reflections on
the experiences of young adults with life-shortening conditions on being involved
in inclusive qualitative research, Progress in Palliative Care, 32:6, 438-445, DOI:
10.1080/09699260.2024.2375823

To link to this article:  https://doi.org/10.1080/09699260.2024.2375823

© 2024 The Author(s). Published by Informa
UK Limited, trading as Taylor & Francis
Group

Published online: 19 Aug 2024.

Submit your article to this journal Article views: 260

View related articles View Crossmark data

Full Terms & Conditions of access and use can be found at
https://www.tandfonline.com/action/journalInformation?journalCode=yppc20

https://www.tandfonline.com/journals/yppc20?src=pdf
https://www.tandfonline.com/action/showCitFormats?doi=10.1080/09699260.2024.2375823
https://doi.org/10.1080/09699260.2024.2375823
https://www.tandfonline.com/action/authorSubmission?journalCode=yppc20&show=instructions&src=pdf
https://www.tandfonline.com/action/authorSubmission?journalCode=yppc20&show=instructions&src=pdf
https://www.tandfonline.com/doi/mlt/10.1080/09699260.2024.2375823?src=pdf
https://www.tandfonline.com/doi/mlt/10.1080/09699260.2024.2375823?src=pdf
http://crossmark.crossref.org/dialog/?doi=10.1080/09699260.2024.2375823&domain=pdf&date_stamp=19%20Aug%202024
http://crossmark.crossref.org/dialog/?doi=10.1080/09699260.2024.2375823&domain=pdf&date_stamp=19%20Aug%202024
https://www.tandfonline.com/action/journalInformation?journalCode=yppc20


It’s bittersweet, it’s uncomfortable, yes, but
it’s necessary. Methodological reflections on
the experiences of young adults with life-
shortening conditions on being involved in
inclusive qualitative research
Sarah Earle 1, Maddie Blackburn1, Lizzie Chambers2, Julia Downing3,
Kate Flemming4, Jamie Hale5, Hannah R. Marston1, Lindsay O’Dell1,
Valerie Sinason6

1Nottingham Trent University, UK, 2Together for Short Lives, UK, 3International Children’s Palliative Care
Network, UK/South Africa, 4University of York, UK, 5Expert by Experience, UK, 6Independent researcher, UK

Research in palliative care is regarded as ethically challenging although there is increasing recognition that
such research is important. Young adults with life-shortening conditions were not expected to reach
adulthood but this population is growing and there is limited research that focuses on their lives or their
experiences of engaging in research. The study explored the unintended consequences of pandemic
control measures on the lives of young adults living with life-shortening conditions in the United Kingdom.
This paper focuses on some of the methodological issues arising from this study, drawing on data that
explores participants’ experiences of taking part. This is an interpretivist and inclusive qualitative study co-
produced with three experts by experience using constructivist Grounded Theory method conducted
during the first wave of the Coronavirus pandemic. In-depth interviews using a topic guide were transcribed
verbatim and analysed iteratively until the point of data saturation. Twenty-six young adults aged 22–40 (17
female; 9 male), reporting a wide range of life-limiting and/or life-threatening conditions including rare and
undiagnosed conditions and co-morbidities. Through analysis we identify four key themes focusing on
participants’ experiences of taking part in the research: helping others and influencing change; reciprocity
and support; therapeutic value; and (in)visibility and legacy. This paper offers methodological reflections on
research in palliative care drawing on qualitative co-produced research involving young adults with life-
shortening conditions. Our findings indicate that although participating in research can feel uncomfortable,
this is outweighed by the perceived benefits of contributing to research.
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Introduction
Research in palliative care is often regarded as chal-
lenging ‘due to the vulnerability of the population
and other peculiarities’.1,p.75 These peculiarities
include overzealous gatekeeping as well as wide-
ranging practical and ethical issues such as difficulties
with gaining informed consent and the perceived
burden, or potential harm, of research.2,3 Research
within this field is considered sensitive and more diffi-
cult than other types of research.4,5

Van der Steen et al.6,p.5 challenge assumptions that
those who are dying or receiving palliative care are
universally ‘vulnerable’ and that research on these
populations is ‘improper and unethical’. They also
argue that greater attention be paid to methodology;
the cornerstone of rigorous evidence-based practice.
In this paper, we draw on data from a research
study7 that explored the unintended consequences of
pandemic control on the experiences of young adults
with life-shortening conditions during the first wave
of the Coronavirus (COVID-19) pandemic in the
United Kingdom (UK).

Young adults with life-shortening conditions were
typically not expected to live but due to advances in
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medical treatment and care they are now living
longer.8,9 It is an extremely heterogenous group
including those with conditions that are life-limiting
and where there is no reasonable hope of cure (e.g.
Duchenne muscular dystrophy) or life-threatening,
where curative treatment may exist, but could fail
(e.g. cancer).10 This population is growing11,12 but
there is relatively limited research on their experiences
or their views of being involved in research. This
paper offers methodological reflections on the experi-
ences of young adults on being interviewed during a
time of crisis. It draws principally on some of the
questions asked toward the end of each interview
which enabled participants to reflect on their involve-
ment in research.

Method
Design
This paper is based on a qualitative research study co-
produced by a multi-disciplinary team that included:
three ‘experts by experience’ (young adults with a
life-shortening condition; 2 female; 1 gender non-
binary), seven female academic researchers (four of
whom had practice experience) and a policy expert.
It is part of a larger study including family members
but whose data are not reported here. Drawing on
an interpretive philosophical framework13 the study
is informed by constructivist Grounded Theory
Methodology (cGTM) which assumes that data are
generated through reflexive co-creation.14,15 We have
followed the consolidated criteria for reporting quali-
tative studies (COREQ) guidelines.16

Participants
The participants included young adults aged 18–40
years with a life-shortening condition living in the
UK.

Sampling and recruitment
In accordance with cGTM, purposive and theoretical
sampling17 were used in participant recruitment
(between June-December 2020) using inclusion/exclu-
sion criteria (Table 1). Methods included advertising
in the newsletters of the study’s partner organisations

(Hospice UK, International Children’s Palliative Care
Network and Together for Short Lives), social media
and the professional, academic, and social networks
of the research team.

Data generation and analysis
Data were generated using in-depth interviews18

informed by a topic guide (see Table 2).14,18 Online
interviews were held between July and December
2020; they were audio-recorded and transcribed ver-
batim. Four participants were interviewed with a
parent or sibling (who also participated in the
research). Two participants, who were not able to
communicate orally, participated in an ‘email inter-
view’.19 Length of interviews varied between 59 and
75 minutes and some participants were interviewed
twice to allow for their health needs.

Table 1 Inclusion and exclusion criteria

Inclusion criteria Exclusion criteria

Aged18–40 years <18 or >40 years of age
Have a life-shortening
condition

Did not have a life-shortening
condition

Able to communicate in
English

Not able to communicate in
English

Able to give consent to
participate

Not able to give consent to
participate

Able to participate remotely Not able to participate remotely
Agree to be audio-recorded Not agree to be audio-recorded
Living in the UK Not living in the UK

Table 2 Interview topic guide

At start of interview
introductions; purpose of research; format and approach to
interview; recap on consent process; opportunity for
interviewee to ask questions before interview start

About the interviewee
basic demographic information, everyday life before lockdown;
impact of condition; typical care and support needs

Experiences of lockdown and shielding
shielding decisions; government guidance; risk taking; change
from everyday life

Coping with feelings
overall emotional wellbeing during lockdown and shielding;
managing emotions; support with emotions; supporting others
emotionally; changes to emotional wellbeing

Health and care needs
experiences of COVID including testing, avoiding or acquiring
virus; managing health care needs (e.g. health advice,
appointments, medication and, equipment); managing care
needs (e.g. role of carers, agencies and, family); managing
illness; changes to health and/or social care needs during
lockdown and shielding

Feelings of safety and vulnerability
keeping safe/keeping others safe; managing risks; support
needs; clinical vulnerability (receiving shielding letter);
vulnerability and disability; self-identity; changes to self or
behaviours.

Issues of death, dying and bereavement
impact of COVID on end-of-life planning; advance care
planning and COVID; funerals and bereavement; dealing with
grief; changes to plans or ideas about death, dying and
bereavement

Everyday life
impact of COVID on other aspects of everyday life not already
addressed (e.g. work, hobbies and shopping); living
arrangements; staying in touch with others; role of
technologies; changes (if any) during lockdown and shielding

Relationships
impact of COVID on intimate or romantic relationships; impact
on other significant relationships (e.g. friendships, family
relations, colleagues)

At close of interview
looking back/looking forward; experience of interview;
opportunity for interviewee to raise other issues; project next
steps.
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Six members of the study team took part in inter-
viewing; four of the researchers (SE, MB, HM,
LOD), one of whom had a policy and practice back-
ground, and two of the experts by experience (LW,
SW). Interviewers sometimes worked in pairs either
because they were not experienced researchers (the
experts by experience) or had not previously carried
out research with this population group (two of the
four academic researchers).
Data were analysed inductively using the constant

comparative method by all team members20; data
analysis and theoretical sampling were carried out
iteratively using line-by-line coding and memoing
with the assistance of QSR NVivo 12. Coding was
further analysed to generate themes, and some form
the basis of this paper. Although it is sometimes diffi-
cult to determine when theoretical saturation has been
reached21 we stopped interviewing when key themes
were saturated.

Ethical issues and informed consent
Approval for the study was given by The Open
University Human Research Ethics Committee
(#EARLE3595, June 2020). Participants completed
an online consent form prior to participation and
verbal consent was taken informally during the inter-
view, in acknowledgement that informed consent is
constantly negotiated.22 All participants were fol-
lowed up by email within 24 hours post-interview
and sent supportive information. Culturally appropri-
ate pseudonyms have been used to protect participant
anonymity. Participants were offered an honorarium
(£40 gift voucher) as a thanks for their time.

Findings
Twenty-six young adults aged 22–40 years were
recruited to the study. Participants reported a wide

range of life-shortening conditions including auto-
immune disorders, cancers, fatal respiratory dis-
orders, multiple organ failure, neurodegenerative
conditions, genetic conditions of the connective
tissues or bones, and undiagnosed complex diseases
known to be progressive and assumed fatal. Some
participants reported very rare conditions or multiple
co-morbidities. Table 3 describes their main demo-
graphic characteristics.

Four main themes were identified which address
participants’ experiences of being interviewed: (i)
helping others and influencing change; (ii) reciprocity
and support (iii) therapeutic value; and (iv) (in)visi-
bility and legacy. Table 4 provides an illustrative
example of analysis.

Helping others and influencing change
Participants fundamentally believed that the study
was worthwhile; they often described the research as
a good thing and said that it was important. Wanting
to help others was frequently cited as a reason for
agreeing to be interviewed.

I want to help other people… . Thank you for
picking me for this because I really do like
helping people. (Aesha)

For some participants, taking part in the interview
process appeared to be really enjoyable and easy. Of
course, this was not the case for everyone and even
those who found the interviews mostly enjoyable
found some questions difficult.

Taking part in the interviews was sometimes
described as challenging or uncomfortable but partici-
pants placed this discomfort into context by saying
that it was worth it if they were able to help others
by sharing their experiences. Indeed, they frequently
thanked the interviewer for inviting them to take
part in the study and often expressed gratitude for
the opportunity. Some of the participants voiced sur-
prise when they were told they would receive a small
honorarium and usually said there was no need and
would have done it for free.

Participants also acknowledged an understanding
of the role of research in influencing future change,

Table 3 Characteristics of research participants

Participants (n= 26)

Age (years)
<25 6
25–29 9
30–35 5
36–40 6
Sex/Gender
Female 17
Male 9
Ethnicity
White British/White Other 18
British Asian 3
Black British 2
Mixed Race 2
Latin American 1
Location
England 21
Scotland 2
Wales 2
N. Ireland 1

Table 4 Illustration of relationship between coding and
themes (therapeutic value)

Examples of initial
codes Focused codes Theme

going crazy Emotion
management
Respecting
boundaries
Validating feelings

Therapeutic
valuehiding feelings

just getting on
managing emotions
opening up
opportunities to talk
upsetting others
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and how taking part in research could contribute to
this.

… I just think it’s a good thing, and I think
hopefully there’ll be something of value that
comes out of it, and maybe it’ll influence some
change down the line. (Bashir)

Several participants expressed an interest in whether
we were recruiting successfully to the study. Some par-
ticipants then went on to pass on our details to other
people known to them so that they, too, could partici-
pate in the research.
Overall, participants regarded the research study as

worthy, important, and vital, and they wanted to be a
part of it by sharing their views and experiences.
Participants were also motivated by a strong sense
of altruism; they wanted to help others and influence
change through their contributions to research.

Reciprocity and support
Helping others was an important reason for getting
involved in the research, but sometimes participants
acknowledged reciprocal benefit too. That is, while
they had originally agreed to be interviewed to help
with the research, towards the end of the interview
process they sometimes reflected on its personal value.

… although I’m doing this for the research I’m
learning something about myself. So it’s not
only benefiting the project, but it’s benefiting
me as a person. (Megan)

Some of the research questions also prompted partici-
pants to think about practical solutions to pandemic-
related problems and uncertainties. These included
matters such as timely access to vital medications,
the threat of acquiring the virus and dealing with
COVID-related travel restrictions. Participants
described how the interviews had made them think
and opened their eyes.
Some of the interviews were very conversational,

especially when questions were being asked by the
experts with experience or the interviewer with a prac-
tice background. Occasionally this meant that the
interviewer offered suggestions on how to deal with
a prevailing situation or problem. This tended to
happen when the interviewer had either personal
experience of the issue or was concerned about the
welfare of the participant and felt that they should
offer support.

Your suggestions about respite, hospice care… .
I wouldn’t have necessarily had that bravery, but
I found it really useful. (Jasmine)

Participants often thanked the interviewers for their
support and said they felt appreciative of any
suggestions.

Reciprocity was an unanticipated but welcome
benefit of taking part in the research. Research ques-
tions sometimes provided an opportunity for further
pandemic preparedness, and, in some circumstances,
participants received more direct support that
focused on solving immediate practical issues.

Therapeutic value
Taking part in the research study seemed to offer
some participants therapeutic benefits, particularly
when it gave them the opportunity to talk about diffi-
cult subjects. A participant describes how his experi-
ences of lockdown and shielding led him to attempt
suicide. At the time of interview, the participant had
only shared this with one other person:

It was hard to admit that I thought about doing
myself in.…my mum’s got her own mental
health issues and I don’t want to add to what
she’s got to deal with…And my dad just
doesn’t understand any of it. (Sammy)

It was very common for participants to protect family
members by not discussing difficult topics with them.
Respecting other people’s boundaries was also dis-
cussed as a reason for curtailing opportunities for
sharing feelings. Discussing end-of-life was a particu-
larly difficult subject to raise within the family,
especially with parents.

My mum finds it quite hard to talk about [end-of-
life], so sometimes we’ll have a conversation, and
my mum will go, ‘no can we talk about it
another day? (Megan)

In some interviews, participants spoke about just
getting on with things. This referred to getting on
with living, trying not to dwell on difficult feelings
or situations and not thinking about death.
However, participants acknowledged that talking
about issues they would normally avoid was no bad
thing and that it sometimes needed to be done.
Participating in the interview process could also some-
times offer a fresh perspective, enabling participants
to think differently.
In some instances, taking part in the research also

served to validate participants’ feelings and experi-
ences. It allowed them to place their worries into a
wider context, and this appeared to have some thera-
peutic value, as the following exchange highlights:

You obviously can’t tell me what other people
have been saying but is it similar to what I’ve
been saying? That other people have been worry-
ing about? Making sure I’m not going crazy!
(laughs)

(Interviewer) You’re not going crazy. (Willow)
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A minority of participants spoke about being in
therapy or receiving counselling prior to the pan-
demic, and about their lack of access to talking thera-
pies during lockdown. They sometimes directly
likened their experience of being interviewed with
their experience of therapy, describing the interview
as an opportunity to open up, which made them feel
better.
Taking part in the interview process gave respon-

dents the opportunity to talk about sensitive issues
they seldom discussed, only discussed superficially
or avoided.

(In)Visibility and legacy
Most research participants spoke about their feelings
of invisibility and abandonment during the pandemic.
In some instances, participants felt let down by their
friends but, mostly, this sense of abandonment was
derived from the belief in a pejorative public discourse
that positioned the clinically vulnerable as dispensa-
ble. Taking part in the research meant that partici-
pants felt less invisible.

The Prime Minister didn’t even mention the
shielded community in any of his speeches!
After the first couple, we were forgotten about.
Who cares about them?! They’re probably all
dying off anyway!… It’s nice this is happening
[the interview] and I hope people are going to
read it… (Willow)

Some participants had participated in other research
studies or similar activities previously and expressed
a commitment to continue doing so as long as poss-
ible, if it meant that their needs and priorities could
be more visible to others. For example:

If I can be of any help answering questionnaires
or doing interviews… then I’ll keep doing them,
because I think it’s important to get as much out
there in the community and in the world. (Kellie)

As already highlighted, being interviewed was not
always easy; some participants felt that the process
was uncomfortable. However, participants accepted
that momentary discomfort was necessary if it
meant leaving a legacy after death.

I would say it’s bittersweet… . It’s uncomforta-
ble, yes, but it’s necessary… at the end of the
day that is all I can do with my life. I can try
and make sure that when I do leave this world
things are a little bit better for the next gener-
ation. (Chrissie)

For some of the participants, taking part in the
research meant that they were able to be seen at a
time when, literally and figuratively, they were
hidden from sight while in lockdown and shielding.

Although taking part was not always easy for every-
one, contributing to the research was seen as doing
something worthwhile which would endure
posthumously.

Discussion
This paper offers insights into the experiences of
young adults with life-shortening conditions on
being interviewed at a time of global crisis and uncer-
tainty. The findings indicate that participants were
strongly motivated by wanting to help others and
influence change, even at a time when they were
experiencing feelings of deep unease or distress. This
supports the conclusions of previous research which
highlight how altruism is a common theme in the
views of palliative care patients towards
research.1,23,24 Indeed, others have suggested that
there is ‘untapped altruism’25,p.759 within the palliative
care population but that there is a disconnect between
people’s willingness to take part in research, and the
views of gatekeepers.

The role of patient and public involvement in pal-
liative care research is increasingly recognised26 and
considered a prerequisite for high-quality health and
social care research in the UK.27 Our research was
undertaken by a multi-disciplinary team which
included policy and practice experts, and experts by
experience. Our findings highlight how participants
benefited from self-reflection, reciprocity and
support, opportunities that were afforded by our
methodological approach and the inclusive nature of
the team. Indeed, the orientation of research teams
has been shown to have an important role in partici-
pants’ experiences of research.28

There is considerable literature on the emotional
burden to palliative care patients on taking part in
research and the ethical challenges of including
them.29 However, evidence increasingly suggests that
this burden is over-estimated30 and researchers point
to the right for people’s suffering to contribute to
research.1 The participants in our study felt that the
interview process gave them the chance to talk and
reflect on emotional issues. While we do not argue
that research is therapy, there is a body of literature
that deconstructs this notion, highlighting the thera-
peutic benefits of research participation.31

It is recognised that children, young people and
adults with life-shortening conditions experience con-
siderable isolation and loneliness32 and several studies
have highlighted the ‘hidden lives’ of families who
care for children and young people with a life-shorten-
ing condition.33,34 Scholars have also drawn attention
to the phenomenon of social death – a process
whereby society turns away from those who are ill
and dying.2,35,36 As the findings of our study show,
taking part in research can be a way of resisting
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social death through increased visibility, even at a time
of acute isolation. Legacy-making – which has
received considerable attention in palliative care37–39

– was also considered important by some participants
and this was also part of their interview experience.

Strengths and limitations
This research study has generated rich data on an
under-researched topic and, to our knowledge, is the
only in-depth UK study of the experiences of young
adults with life-shortening conditions during the pan-
demic. At a time of global crisis and uncertainty, we
brought together a committed multi-disciplinary
team to bear witness to the experiences of 26 partici-
pants, many of whom were isolated, anxious or
fearful, but enthusiastic about making a difference
through their involvement. However, all studies have
strengths and limitations. For example, we sought to
include a diversity of participants, but they were pre-
dominantly white, and female.
The multi-disciplinarity of the team strengthened

the research; the involvement of experts by experience
particularly enhanced people’s willingness to take part
in the research and enabled successful recruitment.
However, the heterogeneity of the team lead to differ-
ences between interviews and, potentially, to experi-
ences of being interviewed. A positivist framing –

which places high value on ‘objectivity’ and standard-
isation – would automatically regard these differences
as problematic.40 Of course, this is at odds with our
interpretivist approach,13 and the use of cGTM,
with recognises the co-creation of research15,18 and
the values of subjectivity and reflexivity.
The data for this paper were generated by asking

participants to talk about their experience of taking
part in the research. Participants may have censored
their responses to please the interviewer, and this
bias has been discussed elsewhere.29 That said, while
some participants described being interviewed as
easy or enjoyable, others admitted that parts of the
interview were difficult, hard going or uncomfortable,
reflecting a diversity of experiences.
Data generated through grounded theory research

is situational and this is a potential limitation of this
paper. However, as proponents of grounded theory
we argue that the opposite is true and that cGT
studies provide richly-contextual original findings
that are credible, resonant and – most importantly –

transferable to other similar research problems or
fields.41

Conclusion
This research highlights the wide-ranging potential
benefits of being involved in ethically challenging
research, even for participants typically labelled as

vulnerable. Our findings offer useful insights for gate-
keepers and other researchers.

Implications for future research
Aside from the ethical approvals process, we did not
rely on gatekeepers to carry out our research, but gate-
keeping has been identified as an important barrier to
palliative care research.1–3,30 The benefit of participat-
ing in research should be recognised by those in gate-
keeping roles so that those who are dying or receiving
palliative care are not denied the opportunity to
participate.
Previous researchers have avoided the potential of

reciprocity within research.42 However, they may
want to consider its potential more carefully, critically
exploring the value of multi-disciplinary research
teams – including the role of experts by experience –

in creating a reciprocally meaningful research experi-
ence for participants. As others have highlighted,
while standard approaches to research are necessary,
it is important to consider how innovative approaches
can contribute to effectiveness and inclusion.4
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